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Dedication 



To the families and physicians of patients who have chosen the time and 
circumstances of their own death. 
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Prologue 



The Dutch experience with euthanasia is valuable for all cultures 
embroiled in a debate about the morality of physician aid in dying. In the 
Netherlands, physicians can openly and intentionally end the life of a 
patient who is asking to die. This practice inescapably influences the 
practice of medicine everywhere in the world. How the Dutch deal with 
death forces all of us to examine our own views about the rights of 
individuals in end-of-life decision-making, and the role of physicians and 
society in respecting these rights. 

Yet for a country yielding so much power in shaping our thoughts and 
policies, it is especially unfortunate that its own struggles with euthanasia 
are so often overlooked and misunderstood. In an age when sound-bites 
and media glitz are confused with authentic information, views about 
euthanasia in the Netherlands have taken on a monochromatic quality they 
do not really possess. Although a more homogeneous society than most 
countries, the Netherlands, for over twenty-five years, has vigorously 
debated the ethics of euthanasia without reaching a social consensus. As 
voluntary euthanasia has developed in the Netherlands, the fault lines of 
beliefs and values have surfaced to polarize professionals, families, policy 
makers, and the public. 

Just as valuable for other societies as the developing positions in the 
debate are the strategies to tolerate differences about moral values while 
saying what one thinks. How the Dutch deal with factions, and continue 
to mediate on-going tensions, also can serve as a resource for other 
countries. Heretofore, only scant and scattered information has emerged 
regarding the experiences of those who, instead of intellectualizing 
euthanasia, actually live with it, the physicians and families who have 
faced its realities. Without a portrait of the internal Dutch experience, 
including public and professional debates as well as intensely personal 
stories, the valuable lessons from the Netherlands will be lost. 

The following pages contain Dutch voices from many walks of life. 

Part I. "Toward A Dutch Compromise," explores the euthanasia 
debate from the viewpoints of professionals in medicine, law, ethics, 
government, hospital governance, and academia. These opinions clarify 
the range of positions that contribute to policy-making and play an 
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important part in the on-going debate of how physician-assisted death, or 
as the Dutch call it, "aid-in-dying," is both ethically assessed and 
practiced. 

Part II, "Living with Euthanasia," moves beyond theoretical 
debates and statistical analyses to focus on euthanasia realities and their 
meaning in human experience: how caregivers and family survivors 

incorporate all the aspects of euthanasia into their lives, from the initial 
decision through the event itself and on to the aftermath of their loss, their 
emotions, and social conflicts. 

Part III, "Promises and Perils," explores the implications of 
euthanasia for countries outside the Netherlands. Euthanasia and 
physician assisted suicide in the Netherlands present a special case. The 
Dutch balance among law, ethics, medicine, and social mores is not easily 
transplanted into other cultural environments. 

Talking to the physicians and family members who contributed to this 
book irrevocably changed many of our preconceptions. Hence, the 
purpose of this book is not to present a particular position or point of view, 
but rather to give voice to those in the Netherlands who have thought 
about and lived with requests for euthanasia. 

As different nations struggle with their own policies governing 
medical technology and professional commitments, there is much to be 
learned from the Dutch, both in terms of possibilities as well as 
precautions. Few, if any, issues in society are more divisive than those 
that involve suspending the rule against killing. Too much is at stake to 
rush to judgment the process and the development of possible criteria 
without serious and thoughtful consideration of all positions and 
consequences. To this end our book is written. 

David C. Thomasma, Ph.D. Chicago, Illinois 

Thomasine Kushner, Ph.D. Berkeley, California 

Gerrit K. Kimsma, M.D., M.Ph. Amsterdam, The Netherlands 

Chris Ciesielski-Carlucci, M.D., M.S. Stanford, California 




The Dutch Definition of Euthanasia 



Euthanasia is defined rather narrowly by the Dutch compared to other 
cultures. There is almost complete and general consensus not to speak of 
euthanasia in the following three instances: 

1) Withholding and withdrawing treatment at the request of the 
patient (what is in other countries called "passive euthanasia"); 

2) Withholding or stopping a treatment that is considered to be 
medically futile or useless; 

3) Pain and/or symptom treatment with the possible side-effect of 
shortening life (what is called "the principle of double-effect"). ' 

The Dutch definition of euthanasia is: "intentionally taking the life of 
another person upon his or her explicit request." Note that this commonly- 
accepted definition does not include the requirement of taking such a life 
out of mercy or compassion for the suffering of that individual. Note, too, 
that taking a life without the person's explicit request is ruled out by this 
definition; a source of considerable current controversy in the Netherlands. 

Put positively, then, euthanasia means to the Dutch an "orchestration 
of death." This understanding of the process therefore affords an all- 
encompassing care of the dying patient with as little denial of death as 
possible. 
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Part One 



Toward a Dutch Compromise 

Perspectives from Government, Law, 
Medicine, and Academia 




Introduction: Reexamining "Thou Shalt Not Kill" 



The Netherlands became the worlds social laboratory for studying both 
the perils and the promises of open-euthanasia in 1971 when Dutch 
physician Geertruda Postma ended her seventy-eight year old mother’s life 
by administering a deadly dose of morphine. Some physicians in many 
countries have long aided patients in this way. What was different in this 
case was that Dr. Postma reported the deed to the director of the nursing 
home where her mother lived. Her public report opened the doors of the 
ensuing discussion. 

Dr. Postma’ s mother, deaf, partially paralyzed, and bound to a 
wheelchair, had persistently pleaded with her daughter to end her 
suffering by ending her life. When Dr. Postma finally did so, she was 
charged with mercy killing. She stood before the Court of Leeuwarden in 
the Province of Friesland as the defendant in the Netherlands’ first highly 
publicized euthanasia trial. Considerable support and sympathy for the 
doctor resulted from the public disclosure. Many other physicians came 
forward to confess to similar accounts in support of Dr. Postma. After 
finding her guilty in 1973, the court sentenced Dr. Postma to a suspended 
sentence of one week imprisonment and a year’s probation. 

By imposing a conditional, or light, sentence the court made clear that it 
was persuaded that Dr. Postma’s action was justified. The court included 
in the decision an attempt to describe criteria on which such a justification 
should be made. In this case, the court cited that the request for euthanasia 
was made by a suffering patient with no alternative for relief but her own 
death. 

This decision of the Court of Leeuwarden ignited the euthanasia debate 
throughout the Netherlands. Societies were established to promote the 
legal and moral right to voluntary euthanasia. A flood of literature on the 
subject appeared, and changing the law became a subject of intense debate. 
Polarization within Dutch society erupted as opponents of legalized 
euthanasia also organized. Rifts in the social fabric appeared that continue 



Note: Actually, in 1954 an earlier trial was eonducted after a physieian ended the life of his 
eaneer-ridden brother. He was eonvicted but received a light sentence. 
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to this day, and extended even within the Royal Dutch Medical 
Association. One physician published a scathing pamphlet called "The 
Right to Kill Your Grandmother."' Both Catholic and Protestant churches 
called for restoring the sanctity of life against the growing instrumental 
view on human life brought on by modem medical technology. 

The legal fissure created by the decision in Leeuwarden's Regional 
Court was tested by other cases, most notably in 1984 by the Alkmaar case 
(named for the district where the initial trial took place). The defendant. 
Dr. Schoonheim, had euthanized by lethal injection his 85 year old 
patient.2 Caroline B. was seriously ill and wanted to die before developing 
further problems that would prevent her ability to make decisions for 
herself^ Mrs. B. had extensively discussed her deteriorating condition 
with Dr. Schoonheim; she frequently confided in him that her greatest 
fear was losing her mental capacities. Propelled by this concern, on April 
10, 1980 she signed a living will requesting euthanasia should she arrive at 
a condition from which no recovery to a reasonable and dignified state of 
life could be expected. Her most serious turn for the worse started at age 
84 when Mrs. B. fractured a hip. It could not be repaired and she became 
bed-bound. Over the course of a weekend, she suffered a neurological 
incident that resulted in loss of hearing and vision. At times she was 
unable to speak or communicate. Her condition deteriorated and she 
slipped into unconsciousness. When she regained consciousness she 
remained deeply shaken by what she saw as an ominous future for herself 
and was resolute that she did not want to live through a similar experience. 
She now begged Dr. Schoonheim for euthanasia. 

He discussed the matter with his colleague and the patient's son. All 
three supported Mrs. B.’s request to end her life at a time of her own 
choosing, and all three were present during a final conversation at Mrs. 
B.’s home in which she declared as her wish "to die as soon as possible." 
Dr. Schoonheim complied with this last request and, like Dr. Postma, after 
the euthanasia by lethal injection he notified the authorities. He was 
subsequently charged with mercy killing. 

The Alkmaar case marks an important landmark in that a different legal 
recourse was proposed for the physician. In the Postma case the physician 
was found to be guilty but was not punished. Here, Dr. Schoonheim’ s 
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claim was that he had faced a conflict of duties pitting his legal duty not to 
kill against his duty as a physician to relieve his patient’s unbearable 
suffering. He was acquitted on the important grounds of conflict of duty. 
These grounds are based on a concept in Dutch law called "force majeure" 
which recognizes extenuating circumstances such as conflicts of duty.** 
The acquittal was upheld by the Lower Court of Alkmaar, but revoked by 
an Amsterdam court of appeal. 

The case went on to the Supreme Court, but before the Supreme Court's 
decision was issued, the Royal Dutch Medical Association (RDMA) 
attempted to clarify the criteria for euthanasia that many within the 
profession already accepted. The RDMA proposed that physicians be 
permitted to perform euthanasia provided that a set of procedures had been 
met. Variously stated, the guidelines contain the following central 
provisions: 

• Voluntary, competent, explicit, and persistent requests on the part of the 
patient; 

• Requests based on full information; 

• The patient is in a situation of intolerable and hopeless suffering (either 
physical or mental); 

• No further acceptable alternatives to euthanasia. All alternatives 
acceptable to the patient for relief of suffering having been tried; 

• Consultation with at least one other physician whose judgment can be 
expected to be independent.’ 

Indirectly, these guidelines became the criteria prosecutors used to 
decide whether or not to bring charges. They anticipated that if they were 
to prosecute a case clearly within the framework of the guidelines, the 
courts would acquit the accused physician. This expectation has been 
home out in most cases. 

In November 1984, following the publication of these guidelines, the 
Dutch Supreme Court formally ruled on the Alkmaar case: "As a general 
rule euthanasia is punishable. . . however, when physicians are confronted 
with a conflict of duties they may invoke the defense of necessity. A 
conflict of duties arises when the doctor’s professional ethical obligations 
to honor a patient’s request to die with dignity force the physician to act 
inconsistently with the formal provisions of the Penal Code. . . the 




10 



Asking to Die 



decision that the defense of necessity is available to a physician should be 
based on an investigation whether the physician made a responsible 
medical judgment, tested against criteria derived from medical ethics."*^ 
Thus in 1984, a legal opening was established at the level of the highest 
court in the Netherlands. 

This principle of conflict of duties is an important step in understanding 
the Dutch situation in comparison with other countries, e.g., the United 
States, where the debate is focused on a patient’s constitutional right to 
privacy and equal treatment rather than on physician duties.’ The Dutch 
Supreme Court decision effectively carried on a national tradition of 
lodging decision-making in the hands of the medical profession rather than 
in patient directives and choices. 

Also in the early 1980s, one of the leading Dutch political parties, the 
Democrats 66, drew up a Bill to legalize euthanasia and assisted suicide. 
Over the next decade Parliament debated the Bill, and although several 
other political parties expressed sympathy for the Bill, it was strongly 
opposed by the ruling Christian Democratic party. This party proposed its 
own Bill in 1987. Parliament was then faced with two Bills, one to 
legalize euthanasia and assisted suicide and the other seeking to maintain a 
political solution such that the acts would remain illegal but not 
punishable if performed under certain circumstances. Both Bills lacked 
majority support. 

In 1990, a remarkable step occurred in conjunction with the 
establishment of the Remmelink Commission, a government appointed 
panel named for its Attorney-General Chair. The Commission was charged 
to study and report on the "extent and nature of medical euthanasia 
practice." To facilitate investigation by promoting physician cooperation, 
a number of agreements were reached between the RDMA and the 
Ministry of Justice. One of the agreements was to hold doctors 
participating in the study immune from prosecution. A second instituted 
for the duration of the investigation, was a voluntary reporting procedure 
whereby physicians performing euthanasia would refrain from issuing a 
natural death declaration and would inform the local medical examiner by 
filling out an extensive questionnaire. 
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After the Remmelink panel published its report, the Dutch government 
in a bold move turned what was originally intended as a temporary 
reporting scheme into a legal obligation. On November 30, 1993, the 
Dutch Senate passed Bill 22572 creating a legal basis, beyond mere 
agreement between the medical association and the Ministry of Justice, for 
the guidelines and procedures used in the survey process. These 
guidelines are essentially the same as those under which Dutch doctors 
had been operating informally for some years when they responded to 
competent patients who judged their suffering to be unbearable and asked 
to die. Thus, by establishing this new political compromise. Parliament 
chose not to de-criminalize physician assisted death as some had 
anticipated. Instead a legal mechanism was established for doctors to 
report medical euthanasia and assisted suicide to the public prosecutor. 
This compromise has led some commentators to suggest that while the 
Christian Democrats got the theory, the Social Democrats got the practice, 
i.e. the Christian Democrats preserved the illegality of euthanasia, but the 
opposition was able simultaneously to protect the practice. 

Under the new law, the public prosecutor was instructed to decide on a 
case-by-case basis whether prosecution should follow, on the principle that 
legal action should be initiated if the situation is not completely clear that 
the euthanasia was carried out at the expressed request of the patient. This 
instruction is the most advanced form of "control" exercised by Dutch 
society over the practice itself, another turning point in the debate about 
satisfactory regulation. 

On September 10, 1991, the Remmelink Commission presented its 
final report.* For some Dutch citizens the report justified their support of a 
policy in the Netherlands that openly allows physicians to assist their 
patients to die. Others saw the Commission’s report as signaling an alarm. 
The report found that 25,000 patients every year seek assurance from their 
physicians that they will receive assistance if their suffering becomes 
unbearable. Only about 9,000 actually request euthanasia. Of these 
requests, 2,300 patients received euthanasia, 1.8% of all annual deaths. 
The study also shows that 400 cases of assisted suicide occur annually.'* 

Several factors explain the discrepancy between the number of patients 
who want assurance of help and those who actually receive euthanasia as 
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reported in the Remmelink data. Some physicians may refuse to become 
involved for reasons of conscience. Others may choose not to comply 
because the circumstances do not warrant such extreme measures. There 
are those physicians who agree ahead of time to take care of any suffering 
that may include the need for euthanasia, but the patient dies before any 
action is needed or taken. An interesting finding from the report is that the 
most often-cited reason for requesting euthanasia is a loss of dignity. 
Other reasons cited are loss of independence and weariness with living. 
Nationally, pain is cited in fewer than fifty percent of all requests, and 
fewer than five percent of the cases gave intolerable pain as the only 
reason. 

These points dispute the argument that, if adequate pain control were 
present, there would be no need for euthanasia. Thus, the Dutch seem at 
present more able than other nations to accept the existential suffering of 
individuals and their loss of dignity as main reasons to end a life. Studies 
done in England confirm that pain is not the reason persons want to 
shorten their lives or request euthanasia. The primary causes are the loss 
of independence and the loneliness that come from the very process of 
dying.'" Although all doctors face end-of-life decisions regarding 
euthanasia, the Remmelink study found that family doctors are most often 
involved in decisions regarding active euthanasia. Doctors working in 
nursing homes more often face decisions involving limiting life-sustaining 
treatment. 

The Remmelink Report also provides insights about the requesting 
patients' diagnoses and where they received medical care. From their 
survey, most hospitalized patients who requested euthanasia suffered 
primarily from terminal cancer. Sixty-eight percent of all cases of 
euthanasias involved patients with cancer. End-stage cardiovascular 
disease accounted for nine percent and neurological disease accounted for 
two percent. Thus, the general picture of cases of euthanasia emerges. 
Most requests come from very sick people in terminal stages of serious 
diseases, often with multiple complications. 

These figures differ for primary or family care patients who died at 
home. Here the numbers of people who die through active life-termination 
are different: 85% suffer from an end-stage malignant disease, 3% suffer 
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from cardiovascular diseases, 1.7% from Chronic Obstructive Pulmonary 
Disease (COPD); other afflictions form an additional 10%, including 1.7% 
from AIDS and 2.8% from Amyolateral Sclerosis (ALS), or Lou Gehrig's 
Disease, and Multiple Sclerosis. 

The ages of the persons who request euthanasia deny the claim that 
older people are "in danger of being euthanized." For men, the age range 
was 26 to 94 years with the median age at 64 years; for women the 
median age was 66 years. Indeed, euthanasia occurs most often between 
the ages of 30 and 75 years. The number of persons requesting and 
receiving euthanasia who are over 75 and especially over 85 years of age 
is relatively rare. 

By far the most controversial part of the report involved the finding that 
in an estimated 1,000 cases doctors prescribed or administered drugs to 
end a life without the patient’s explicit request at the time euthanasia took 
place. Of the data collected, forty-seven actual cases were defined as 
termination of life without request at the time death was brought about. 
Two cases involved neonates. Using this information, it was extrapolated 
that if all deaths in the Netherlands were considered over a period of a year 
that approximately 1 ,000 cases of termination of life would occur. Recall 
that the Dutch definition of euthanasia strictly includes a request by the 
patient at the time of death and therefore these acts do not meet that 
definition. Approximately one quarter of these patients had previously 
indicated a request for euthanasia. Eighty-six percent of the patients were 
considered incompetent and thus unable to communicate their current 
wishes and unable to participate in any decision-making process. More 
than 50% of these patients had a diminished state of consciousness and 
one out of three was permanently unconscious. The majority of these cases 
involved men with a diagnosis of cancer. 87% of patients were not 
expected to live more than one week, and in fact, greater than 50% would 
have died within twenty-four hours. The physician involved consulted a 
colleague 84% of the time and consulted the families in 94% of the 
cases.” 

The most important considerations by the physician to perform a life- 
terminating act included no chance of improvement, low quality of life, all 
medical therapy had become futile, the suffering of the patient and their 
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relatives, and therapy had been withdrawn but the patient did not die. 
From this group of patients one point is clear. Clinical practice is not 
always straightforward. Part of the moral and social justification for 
euthanasia has rested on the respect for personal autonomy via a request to 
end life and the relief of suffering. The case of terminating life without a 
request raises the question, is only the latter justification ever enough? 

These cases, making up two percent of all deaths related to the medical 
decision for euthanasia, are held up by critics as evidence that people are 
being put to death without their consent and that the slide down the 
slippery slope is underway. This argument contends that allowing some 
people to kill others upon request inevitably leads to other kinds of 
unacceptable killings, and a general breakdown of respect for human life. 
A society may begin with strict policies to limit physician assisted death to 
those situations where a patient explicitly requests it to end unbearable 
suffering, but these boundaries will not hold. Circumscribed cases will 
give way to include patients unable to make the request, eventually sliding 
toward a state like Nazi Germany where persons deemed unworthy of life 
will be killed. 

The presence of "The Remmelink One Thousand," as they have come 
to be known, seemingly euthanized without specific request, does make 
the entire Dutch program vulnerable to the charge that it cannot be 
properly controlled.'^ Precisely this information contributed to the five to 
four decision by the Supreme Court of Canada to uphold Canada's 
criminal sanction on assisted suicide and rule against Sue Rodriguez, a 
woman suffering from ALS. Ms. Rodriquez, a competent woman faced 
with what she judged to be unbearable suffering, had asked the court for a 
constitutional exemption allowing a physician to assist in her suicide at 
such time as she was ready to make the request."* It was her contention 
that prohibiting assisted suicide discriminates against people who want to 
commit suicide but are not able due to physical disability. In delivering 
the majority verdict. Justice Sopinka pointed out that in the Netherlands 
Rodriquez’s request would not be subject to prosecution. He pointed to a 
"worrisome trend" that evidence of doctors practicing involuntary active 
euthanasia is on the increase in the Netherlands. This evidence, he 
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averred, supports "the view that a relaxation of the absolute prohibition 
takes us down ‘the slippery slope. 

Are Justice Sopinka’s slippery slope warnings supported? Are they 
merely more of the kind of misconception that obscures an accurate 
picture of the Dutch way of death? Are social safeguards in place to 
protect the vulnerably ill from the pressure of accepting suicide rather than 
be a burden to family or society? What current political tensions are in the 
process of negotiation? By what methods do the Dutch mediate opposing 
factions? Has the image of medicine as a profession suffered as a result of 
doctors openly assisting their patients to die? What euthanasia protocols 
are followed in Dutch hospitals? How is euthanasia taught in Dutch 
medical schools? What does the future hold for the euthanasia debate in 
the Netherlands? Only by researching heretofore unexplored areas will we 
be able to answer these questions.*^ As other nations develop euthanasia 
policies of their own, or laws are passed that permit physician aid in dying, 
an accurate assessment of the Dutch struggles, past and present, will be 
critical. Only the Dutch themselves can provide that information, as they 
so generously have in the following commentaries. 
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Twenty-Five Years of Dutch Experience and Policy on 
Euthanasia and Assisted Suicide: An Overview 

Johan Legemante 

Introduction 

The present Dutch situation with regard to euthanasia and assisted suicide 
is the outcome of a debate that started twenty-five years ago, in 1973. 
During this period several developments have taken place. Various 
aspects of the Dutch situation have been described in the international 
literature. I intend to present an overview of the developments between 
1973 and 1998, by highlighting six main themes: the creation of a legal 
opening, defining criteria for euthanasia, reporting cases and 
accountability, legislation, events that have been blurring the debate, and 
the process of normalization and quality improvement. 

In the Netherlands euthanasia is defined as intentionally taking the life 
of a person upon his or her explicit request. This definition does not 
include other medical decisions concerning the end of life, such as 
withdrawing or foregoing treatment or administering pain treatment with 
the subsidiary effect of shortening the patient's life (passive or indirect 
euthanasia). ‘-2 These decisions are outside the scope of this paper. The 
Dutch definition of euthanasia also does not include actively ending a 
patient's life without an explicit request. These kind of decisions occur in 
daily practice but they require a separate discussion.^''-^ In this paper these 
decisions are dealt with only in the context of the Dutch law that came into 
force in 1994. This law, which is predominantly procedural in character, 
applies to both euthanasia and ending a patient's life without his or her 
request. 



An earlier version of this chapter appeared in Cambridge Quarterly of Healthcare Ethics 
Winter 1995; 4 (1): and was titled "Legal Aspects of Euthanasia and Assisted Suicide in 
The Netherlands 1973-1994." 
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Often a distinction is made between euthanasia and assisted suicide. 
In the Dutch situation there are differences between these two acts as far as 
the legal consequences are concerned. According to the Dutch Penal Code 
the maximum punishment for euthanasia is twelve years imprisonment, 
the maximum punishment for assisted suicide is three years imprisonment. 
In both cases, however, the physician has to meet the same substantive and 
procedural requirements and thus the legal analysis for each will be the 
same. 

Creating a Legal Opening (1973-1984) 

Since the enactment of the Penal Code in 1881, euthanasia has been a 
criminal offense. In 1973 the Regional Court in Leeuwarden had to decide 
a case in which a physician had administered to her terminally ill mother a 
deadly dose of morphine in response to her serious and persistent request. 
The court concluded that the average Dutch physician no longer 
considered it his or her duty to prolong a patient's life under all 
circumstances. The court determined that a physician is allowed to 
prevent serious and irreversible suffering, even if this shortens the patient's 
life. Thus, a legal opening for euthanasia was created. In this specific 
case the physician was found guilty, but the court gave her a suspended 
sentence of one week imprisonment. The decision of the Regional Court 
in Leeuwarden initiated a debate on euthanasia on all levels of Dutch 
society. The legal debate focused on the merits of the legal opening that 
was created by the Regional Court. Other cases followed, and other courts 
used various arguments to acquit physicians charged with euthanasia or 
assisted suicide. In November 1984 the Dutch Supreme Court formally 
addressed the issue and brought clarity to the complex and technical legal 
debate* by declaring that when a number of requirements were met 
euthanasia was excusable. The Court reasoned: 

1) As a general rule euthanasia is punishable. In the Dutch legal 
system the Supreme Court does not have the power to set aside an Act of 
Parliament, except when it comes into conflict with a binding international 
treaty such as the European Convention on Human Rights. The Penal 
Code defines euthanasia as a crime. 
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2) However, when physicians are confronted with a conflict of duties 
they may invoke the defense of necessity.'* A conflict of duties arises 
when the doctor's professional ethical obligations to honor a patient's 
request to die with dignity force the physician to act inconsistently with 
the formal provisions of the Penal Code (which are based on the respect 
for human life). 

3) The decision that the defense of necessity is available to a physician 
should be based on an investigation whether the physician made a 
responsible medical judgment, tested against criteria derived from medical 
ethics. The Supreme Court explicitly linked the provisions and concepts 
in the Penal Code to the criteria for acceptable medical practice developed 
within the profession. 

In its decision of June 21, 1994, the Supreme Court reaffirmed the 
substance of this legal framework. 

Defining Criteria for Euthanasia (1973-1994) 

In 1973 the Regional Court in Leeuwarden formulated criteria that had to 
be met before a physician could raise a defense to a charge of euthanasia. 
In other court decisions other sets of criteria were defined. In 1984, the 
Royal Dutch Medical Association (RDMA) attempted to clarify the 
criteria accepted within the medical profession by identifying the 
following five requirements: “ 

1) there is voluntary, competent and durable request on the part of the 

patient; 

2) the request is based on full information; 

3) the patient is in a situation of intolerable and hopeless suffering 

(either physical or mental); 

4) there are no acceptable alternatives to euthanasia; 

5) the physician has consulted another physician before performing 

euthanasia. 

The requirements have been confirmed and elaborated in case law, 
most recently by the Supreme Court in its important June 21, 1994 
decision in the famous Chabot case, in which the Supreme Court specified 
the requirements a physician has to comply with in cases in which the 
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patient's request is based on mental suffering." The Supreme Court held 
that euthanasia or assisted suicide in a case of mental suffering is 
acceptable only when the physician has acted "with the utmost 
carefulness. " 

In addition to those mentioned above, a number of other requirements 
have emerged from the professions' considerations of medical ethics and 
lower court decisions. A physician must: 

1) be careful in relation to dosing and administering the medication; 

2) consult other therapists involved (e.g. nursing staff in case of an 

inpatient); 

3) as a general rule, inform the patient's relatives; 

4) as a general rule, be present in case of assisted suicide. 

The first one of these requirements is an inherent part of good medical 
practice. The other three may be relevant in judging the physician's good 
faith, depending on the specific circumstances of the individual case. 

In the context of a criminal investigation, the emphasis is on the five 
requirements mentioned in the 1984 RDMA report. Consequently, when 
it is decided that these requirements are met and, as a result, a defense of 
necessity is established, the public prosecutor or the court usually will 
dismiss the case, even if the physician failed to comply with some of the 
other conditions. However, the additional requirements are important as 
well because the physician may not only be judged by the criminal court 
but also by the Medical Disciplinary Board. The Medical Disciplinary 
Board is a medical tribunal with the characteristics and discretion of a 
court. Unlike the criminal court this Board is not limited to judging the 
formal provisions and technicalities of the Penal Code. The Medical 
Disciplinary Board assesses whether the physician has complied with the 
requirements of good medical practice. Even when the criminal 
authorities acquit the physician the Medical Disciplinary Board, on the 
basis of the same facts, may sanction him or her. Therefore, a physician 
who practices euthanasia must as a general rule follow all legal and 
medical professional requirements. 
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Reporting Cases and Acconntability (1985-1997) 

Since the start of the debate on euthanasia some physicians have been 
willing to report deaths as resulting from euthanasia and be accountable. 
However, until the middle of the 1980's only a very small number of cases 
were reported. Most of the other cases were improperly reported to be 
cases of natural death. The reluctance of physicians to report cases was 
understandable. In the early years there was a great deal of confusion 
about the criteria of euthanasia as well as the prosecution policy of the 
legal authorities. Many physicians would have been willing to report but 
did not so that the relatives of the patient would not be confronted with 
policemen in uniform and legal investigations. 

About 1985 the Ministry of Justice explicitly declared that as a general 
rule physicians who had complied with the criteria for euthanasia would 
not be prosecuted. This announcement increased the willingness of 
physicians to report cases. However, a large majority still were not 
reported. Another major step was taken in 1990. Soliciting for the 
cooperation of the Royal Dutch Medical Association in a national 
investigation on medical decisions concerning the end of life, the Ministry 
of Justice not only promised the legal immunity of physicians participating 
in the national investigation, but it also agreed to proclaim a formal 
national notification procedure. The aim of the notification procedure was 
to harmonize regional prosecution policies and to eliminate those practices 
that resulted in physicians not reporting cases, such as policemen in 
uniform interrogating relatives only a few hours after the euthanasia was 
performed. The RDMA advised all physicians concerned to cooperate 
with the national investigation carried out by Professor van der Maas and 
his coworkers. Further, the RDMA firmly advocated openness and 
accountability, urging physicians to report cases of euthanasia. The 
notification procedure ultimately agreed upon in 1990 established the 
following process: 

1) the physician performing euthanasia does not issue a declaration of 

a natural death, and informs the local medical examiner of the 

euthanasia by means of an extensive questionnaire; 

2) the medical examiner reports to the public prosecutor; 
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3) the public prosecutor decides whether a prosecution must be started. 
As a general rule cases in which the doctor has complied with the 
requirements for euthanasia will not be prosecuted. 

The notification procedure was seen as a temporary measure to 
facilitate the national investigation on medical decisions concerning the 
end of life. The agreement between the Ministry of Justice and the RDMA 
on the notification procedure had a very favorable influence on the 
willingness of physicians to report cases of euthanasia. The number of 
reported cases increased from 454 in 1990 to 1415 in 1993. Comparing 
the number of reports in 1993 with the findings of Professor van der Maas 
concerning the number of cases of euthanasia performed in the 
Netherlands, it appears that in 1993 a majority of cases were reported. 

In the years after 1993 the number of reported cases more or less 
stabilized (1487 cases in 1994, 1466 cases in 1995). In the same period 
the incidence of euthanasia and assisted suicide slightly increased."* This 
seems to imply that in fact the number of reported cases has decreased 
somewhat. It is generally assumed that this negative trend is connected 
with certain events in the period 1991-1994 (see below, "Blurring the 
debate") as well as with objections within the medical profession to the 
continuation of the criminalization of euthanasia and assisted suicide. It 
appears that the present legal situation, in which even the cases of justified 
euthanasia or assisted suicide are formal criminal offenses, does not 
provide the context in which physicians feel completely free to report 
cases. Still a large percentage of cases remains unreported.” 

Legislation (1984-1994) 

In the beginning of the 1980's, some ten years after the debate on 
euthanasia started, the emphasis shifted to the question of whether or not 
there should be legislation. Proponents of legislation put forward several 
arguments.'* They argued that in a democratic society the rules regarding 
important and fundamental issues such as euthanasia should be set by 
Parliament. In their view this was necessary to ensure that the ending of 
life was only permitted on request of the patient and to guarantee that 
every case was treated equally. Opponents argued that legalizing 
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exceptions to the rule that you may not kill a person would dilute the 
moral force of the principles behind the rule and degrade rules to 
exception. 

The government was not willing to answer the question of legislation. 
Instead, the government appointed a State Commission that was to advise 
on the issue. The State Commission reported in 1985 and proposed to 
amend the Penal Code to explicitly provide that an act of euthanasia 
performed within the framework of careful medical practice would not be 
a criminal offense. In 1984, one year before the State Commission 
reported, one of the political parties in Parliament decided not to wait for 
the State Commission's report and submitted a draft law on euthanasia to 
Parliament. The content of the draft law was almost identical to the 
proposal that the State Commission would publish one year later defining 
the criteria for euthanasia and lifting the punishability of the physician 
who had acted according to these criteria. 

The submission of the draft law was the beginning of a debate on 
legislation, both in Parliament and in society. As a reaction to this draft 
law and the report of the State Commission, the government (at that time 
made up of Conservatives and Christian Democrats) introduced its own 
draft law. This draft was sent to Parliament in 1987. The government's 
proposal ignored the conclusions of the State Commission. It contained a 
section on the requirements for good medical practice when performing 
euthanasia which was to be included in the Medical Practice Act. 
However, under the government's proposal, a physician performing 
euthanasia according to the aforementioned requirements would still 
remain at risk for legal prosecution. 

So, in the beginning of 1988 there were two draft laws on euthanasia 
open for parliamentary debate. Given the political climate and the 
composition of the government at that time it was not clear which of these 
two proposals would finally reach the status of an Act of Parliament. 
After general elections in 1989 a new government was formed, made up of 
Social Democrats and Christian Democrats. The new government decided 
that the final decision on the question how to legislate the issue of 
euthanasia would be made depending upon the outcome of a national 
investigation into medical decisions concerning the end of life. The 
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investigation was carried out by the Remmelink Committee. The 
committee recommendations, which were based on the research by a 
group under Professor van der Maas,^’^'-^^ were made public in September 
1991. A few weeks later the government withdrew its 1987 draft law and 
proposed to give formal legal status to the notification procedure that was 
agreed upon in 1990 by including it in the Burial Act. This political 
compromise was a rather surprising solution. Serious questions as to the 
legal acceptability, the fairness, and the effectiveness of the proposed 
regulation were raised in some quarters. However, both the Second 
Chamber of Parliament and the Senate passed the proposal. In 1993 the 
proposal also known as Bill 22572, was accepted. At the same time the 
more liberal draft law, submitted in 1984 by one of the political parties, 
was rejected by the Parliament. 

The new law became effective on June 1, 1994 and is predominantly 
procedural in character. It does not change the Penal Code. Euthanasia 
and assisted suicide remained criminal offenses. The law did give a 
formal legal status to the notification procedure. It added a number of 
items to the questionnaire the physician has to use when reporting a case 
of euthanasia to the medical examiner. The bottom line of the law is that a 
physician performing euthanasia in compliance with the criteria laid down 
in case law and the 1984 medical ethics opinion of the RDMA will, as a 
general rule, not be prosecuted. The law gave formal status to a procedure 
already in operation, but it did not address the substantive criteria for 
euthanasia. The law did not alter the legal framework set up by the 
Supreme Court in 1984. 

Blurring the Debate (1991-1994) 

Since the publication of the report of the Remmelink Committee in 1991 
two issues emerged that have blurred the debate on euthanasia. First, the 
present law on euthanasia does not limit itself to euthanasia as defined at 
the 
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Minister of Justice announced a more active prosecution policy. As a 
result of this policy the number of physicians prosecuted increased^^ and 
some cases that would have been dismissed before were now being 
prosecuted. 

Extension of Notification Procedure 

The present law extends the notification procedure to cases in which a 
physician ends the patient's life without the latter's explicit request. The 
extension results directly from the findings of the 1991 Remmelink 
Committee. One of the findings of this committee was that in 0.8% of all 
deaths, lethal drugs were administered with the intention of shortening the 
patient's life but without the patient's explicit request. In a very large 
majority of these cases death was imminent and in almost all cases 
patients were suffering heavily.^'* In more than half of the cases the 
decision had been discussed with the patient when he or she was still 
competent, or the patient had in a previous phase of the illness expressed a 
wish for euthanasia should the suffering become unbearable. It is 
understandable that medical technological developments give rise to 
dilemmas relating to medical decisions concerning the end of life, 
especially with regard to incompetent patients. Should we continue to 
treat incompetent patients under all circumstances? Is it acceptable for a 
physician to end the life of an incompetent patient in exceptional cases of 
severe and irreversible suffering?^^ The RDMA and other medical 
organizations published several reports on the various medical decisions 
concerning the end of life in cases of clearly incompetent patients 
(severely handicapped newborns, patients in a persistent vegetative state, 
severely demented patients). In two cases involving severely handicapped 
newborns the Dutch courts accepted that the physician actively ended the 
newborn's life, by recognizing the defense of necessity. In these two cases 
there was obviously no request by the patient but in both cases the 
newborns were suffering heavily, there were no means to diminish the 
suffering and the parents agreed with the physician’s course of action. 

In both cases the courts based their judgment in great part on the opinions 
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expressed within the medical profession. Although these cases generated 
critical comments, they were generally met with approval. 

Nevertheless, the extension of the notification procedure has raised 
serious objection. It suggests that these cases can be resolved in applying 
the same criteria used in cases of euthanasia following a patient's request, 
falsely indicating it is as acceptable to end a patient's life without request 
as it is to do so with request. From a legal point of view, distinction must 
be made between euthanasia on the one hand and ending the patient's life 
without an explicit request on the other. The crucial role of the principle 
of self-determination in the debate on the legal and ethical acceptability of 
euthanasia warrants such a distinction. Although Article 2 of the 
European Convention on Human Rights, which states that everyone's life 
shall be protected by law, may not apply to euthanasia as it is defined in 
the Netherlands, it clearly does apply to cases in which there is no request 
by the patient. This does not preclude the ending of a patient's life without 
the patient's request in exceptional circumstances, but the question of 
when this is acceptable requires a fundamentally different discussion in a 
context separate from that of euthanasia as it is defined in the Netherlands. 

Sharpening Prosecution Policy 

In 1 993 evidence of a tougher prosecution policy was emerging. In 1 993 
public prosecutors decided to start an official inquiry in 14 cases of 
euthanasia, in 1 992 they did so in only four cases. The Ministry of Justice 
denied that the prosecution policy was "sharpened up." According to the 
ministry the increase of the number of formal investigations was caused by 
a log jam of investigations that were held up during the parliamentary 
debate over the new law. Most of the recent investigations were initiated 
in cases in which the patient was not terminally ill. During the 
parliamentary debate the Minister of Justice defended the viewpoint that in 
cases in which the patient was not in a terminal phase of his illness, the 
physician should always opt for a prolongation of the patient's life. The 
Minister based this position on a 1988 Supreme Court euthanasia case. 
All legal commentators, among them the attorney general to the Supreme 
Court, criticized the Minister's interpretation of that case. All of these 
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commentators agreed that case law did not justify the conclusion that 
euthanasia is only acceptable in cases in which the patient is terminally ill 
(whatever that might mean). In its decision of June 21, 1994, the Supreme 
Court formally rejected the viewpoint expressed by the Minister of Justice. 
According to the Supreme Court, euthanasia or assisted suicide can be 
acceptable in cases of severe mental suffering, even when the patient is not 
in a terminal phase. 

In September 1994 the new Dutch government adapted the prosecution 
policy to the Supreme Court's decision. As a result, of the fourteen cases 
that came under investigation in 1993, eleven cases were dismissed. 
However, the recent developments regarding the prosecution policy 
revealed an important weak spot in the new law on euthanasia. As a result 
of its procedural character, the law leaves room for changes in the 
prosecution policy, with the foreseeable effect that physicians will 
hesitate, or even refuse, to report cases of euthanasia, dependency on the 
political situation. 

Normulization and Quality Improvement (1994- ) 

In 1994 an important political change took place. In August 1994 a new 
government was installed, for the first time in seventy-five years without 
the participation of the Christian Democrats. The new government was 
made up of three political parties, all of which over the years had 
expressed a willingness to legalize justified cases of euthanasia and 
assisted suicide. Due to the constant presence of Christian Democrats in 
the Dutch governments until 1994, none of these parties was able to 
realize this objective. The new government decided not to change the 
present law because it came into force only a few months before the new 
government was installed. It was agreed, however, that the law of 1994 
would be evaluated, on the basis of a repetition of the research that was 
carried out in 1990-1991 under the auspices of the Remmelink Committee. 
The results of the new research projects were published in November 
1996.2* The results can be summarized as follows: 

• As was anticipated in the previous study the incidence of euthanasia 

and assisted suicide slightly increased since 1990; 
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• The frequency of cases in which life was ended without an explicit 
request by the patient has decreased somewhat; 

• About 40% of all cases of euthanasia and assisted suicide are reported. 
Reasons for not reporting are mostly related to objections against and 
the burden associated with the criminal law context of euthanasia; 

• Physicians favor a less threatening review mechanism, outside the 
criminal law context; 

• A comparison of the 1990 and 1995 data shows that the notification 
procedure, in spite of its flaws and disadvantages, has promoted 
adherence to the substantive and procedural requirements for accepted 
practice in the case of euthanasia or assisted suicide. 

Substantial progress in the oversight of physician assisted death in the 
Netherlands has been achieved, the researchers conclude. They feel that 
cautious optimism is warranted.^'* 

On the basis of these results the Dutch government decided in January 
1997 that influence of the criminal law in cases of euthanasia should be 
decreased. To reach this goal the government proposed an amendment to 
the law of 1994, introducing a multidisciplinary review committee. This 
committee will have to review each case of euthanasia, after it has been 
reported to the medical examiner. The committee, made up of a lawyer, a 
physician, and an ethicist, will advise the public prosecutor on the question 
of whether or not to dismiss the case. The government assumes that the 
introduction of such a committee will increase the willingness of 
physicians to report cases. The government also proposes to create two 
different notification procedures, one for cases of euthanasia, and one for 
cases in which the patient's life was ended without his or her explicit 
request. This proposal is a reaction to the objections against the law of 
1994, which applies the same procedure to both categories (see above, 
"Blurring the Debate"). The Dutch Parliament approved these proposals 
in the autumn of 1997. It is to be expected that the multidisciplinary 
review committees will be introduced in 1998. 

Given the political composition of the government that came into 
power in 1994 it was assumed that justified cases of euthanasia would 
probably be legalized. In its viewpoint of January 1997 the government 
express the opinion that it would be unwise to change the criminal law at 




25 Years of Dutch Experience 



31 



this moment. However, the government opened the door for a future 
legalization of justified euthanasia, if certain conditions were met. It 
remains to be seen whether such a legalization will ever be realized. An 
important prerequisite is that after the election of May 1998 a government 
with the same political composition will be in power. 

It is fair to say that the policy of the present Dutch government is 
aimed at normalization. The polarization created by the previous 
government in the period 1991-1994 has come to an end. The present 
situation is characterized by a critical but constructive cooperation 
between the government, the medical profession and the other parties 
involved. This creates an atmosphere in which initiatives for the 
continuation and improvement of the quality of medical practices with 
regard to euthanasia can be developed. The government has responded 
positively to a number of projects started by the Royal Dutch Medical 
Association. One of these projects is aimed at the professionalization of 
the independent colleague each physician has to consult before performing 
euthanasia. In the past years the emphasis was put almost completely on 
improving the oversight of and controlling medical practices in this area. 
Nowadays, oversight, accountability and control are combined with 
structural initiatives on education and quality improvement. These 
important initiatives can only flourish when there is a relatively clear, 
stable and non-threatening situation. We appear to have reached this 
point. 

Conclusion 

Since 1973 euthanasia has been openly debated in the Netherlands. This 
debate has attracted much attention in the Netherlands as well as abroad. 
According to recent polls a large majority of the Dutch population is in 
favor of allowing euthanasia at least in cases of intolerable and hopeless 
suffering. Of course opinions on this issue differ within the medical 
profession as well as within society at large. Everyone agrees that a 
physician can always refuse to perform euthanasia. 

The debate on euthanasia has resulted in the development of both 
substantive and procedural criteria that must be met before euthanasia may 
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be performed. The research projects of 1991 and 1996 have given the 
debate on euthanasia an empirical basis. The number of cases of 
euthanasia performed each year is significantly less than the estimates that 
could be found in the foreign press over the years. Furthermore, these 
findings indicate that physicians in the Netherlands are sufficiently aware 
of the requirements that have to be taken into account when performing 
euthanasia. These requirements, embedded in the legal framework that 
was created by the Supreme Court in 1984 have resulted in good medical 
practice, balancing the respect for human life as laid down in the Penal 
Code with requests from competent patients based on autonomy and 
self-determination. 

The present law on euthanasia served as a pragmatic and useful 
mechanism to regulate a controversial political issue, but remains 
contradictory and imperfect. There are strong legal, ethical, as well as 
social arguments, to go one step further and exclude from the Penal Code 
those cases of euthanasia in which the criteria for good medical practice 
are met. Maintaining euthanasia as a crime, while at the same time 
pointing out to the physician the way to perform this crime in such a 
manner that he or she will not be found guilty, creates a confusing 
paradox. It requires the defense of necessity, developed in criminal law 
for exceptional situations, to be unjustly used for situations that are 
foreseeable and occur on a regular basis.^“ The present law does an 
injustice to both physicians and patients and it will remain a constant 
source of legal battles, confusion, and distrust. The Netherlands should 
strive for regulation outside the context of the criminal law, regulation that 
maximizes openness and accountability 

The developments in the Netherlands are founded on the specific 
cultural, legal, and medico-ethical viewpoints and conditions existing in 
this country as well as the structure and the quality of the Dutch healthcare 
system.^' Recent reports indicate that euthanasia is performed in other 
countries as well.^^-^^ I do not think the Dutch example is easily 
transferable to countries with different cultural and political viewpoints 
and social conditions. As one American commentator rightly noticed, 
foreign jurisdictions may have more to learn from the Netherlands about 
process than about law or substantial policy in this area.^'* Each country or 




25 Years of Dutch Experience 



33 



jurisdiction has to make its own decision on the acceptability of 
euthanasia. Nevertheless, the Dutch example may be helpful in structuring 
as well as deepening the international debate on this issue. At least, the 
Dutch example clearly illustrates the value of openly discussing euthanasia 
and other medical decisions concerning the end of life. 
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Euthanasia and Assisted Suicide in the Netherlands and 
the USA: Comparing Practices, Justifications and Key 
Concepts in Bioethics and Law 

Gerrit K. Kimsma and Evert van Leeuwen 

Introduction 

Euthanasia and physician assisted suicide remain controversial in the 
United States of America, in the Netherlands, and in other western 
countries. Debates involve highly abstract and technical problems, situated 
at the intersection of ethics, law, and medicine; nevertheless, they have a 
very public character. The issues are broadly discussed in the media and 
elsewhere. The key concepts and definitions of euthanasia and physician 
assisted suicide differ between countries and their legal and medical 
traditions, fueling confusion and misunderstanding. For example, 
American debates cite the practice of ending lives under medical care in 
the Netherlands both as an example to follow and as one to refrain from at 
all costs. '-2 Even though the Northern Territories of Australia technically 
was the first place in the world to legalize euthanasia and assisted suicide, 
the Dutch experience continues to draw more attention from Americans. 
The figures published in Dutch studies are used and abused by Dutch and 
non-Dutch authors alike. The experiences of physicians and patients are 
cited to support a climate of death with dignity or to paint a picture of fear 
of physicians, lack of adequate care and legal permissiveness, resulting in 
the inability to hold the line between voluntary and involuntary 
euthanasia 

The majority of the Dutch population, including the medical 
profession, support the possibility of choosing one's death in the face of 
futile suffering. The latest polls show that 56% of the Dutch agree with the 
statement that a physician should give a lethal injection if asked by the 
patient to relieve suffering. Sixty-nine percent support active ending of life 
in cases of severe suffering without further medical perspective when the 





36 



Asking to Die 



patient is not able to express his or her opinion. Seventy-eight percent 
support active ending of life in cases of a very low quality of life.*^ Dutch 
law, however upholds euthanasia and assisted suicide as crimes, 
indemnifying physicians from prosecution only if certain conditions are 
met. The legal procedures require physicians to report any "unnatural 
death," both with and without request and to let prosecutors judge whether 
these conditions have been fulfilled. Questionable cases are debated in a 
central meeting and then the decision is made to prosecute or not. 
Empirical research into the decisions of physicians in ending lives was 
instigated by the government in 1990 and 1995, the results confirming the 
conviction of the Dutch that the present medical practice works without a 
sign of "slippery slopes."^-* 

These reports of empirical research contain figures, definitions and 
statements without any international comparison or consensus. The Dutch 
effort stands by itself: no other country has undertaken comparable 
research on such a scale. One might say, with Buchanan, that "one great 
benefit of the current experiment with active euthanasia in the Netherlands 
is that at least it provides a concrete focus for debate" in other countries, 
like the USA.'* The size of the Netherlands is roughly that of Rhode Island, 
the smallest U.S. State. The Dutch population consists of 15 million 
people, and these figures as social-geographical parameters may explain 
why nationwide research into the medical decisions of ending lives has 
been possible in the Netherlands but does not take place in countries like 
the USA, with a much more diverse population of 268 million. Yet, even 
in small European countries no efforts to follow the Dutch experiment 
seem under way, even though the problems in clinical practice are perhaps 
identical. 

Comparison of empirical findings and their interpretation within 
cultures with slightly different value-systems and legal traditions can take 
place only when conceptual differences in addition to the differences in 
cultural and legal context are well understood. If we assume that clinical 
practices do not significantly differ in technological or scientific aspects, it 
becomes probable that differences in systems of moral values and beliefs 
as well as differences in legal definitions and legal structures can account 
for the differences of opinion with respect to Dutch euthanasia and 
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physician assisted suicide. Ultimately, the effects of conceptual and 
philosophical analysis must be checked empirically, but first we will 
analyze and clarify some issues of the American and Dutch debates: 
historical differences, conceptual differences, as well as differences in 
legal procedure between the two countries. In conclusion we will suggest 
areas for further development. 

Issues in the Spring of 1997 

In the United States the legal problem to establish a right to choose one's 
death at some moment in time dominates the debate on euthanasia and 
physician assisted suicide. In the words of the Philosophers’ Brief 
submitted to the Supreme Court: Each individual has a right to make the 
"most intimate and personal choices central to personal dignity and 
autonomy." That right encompasses the right "to exercise some control 
over the time and manner of one’s death."*" When compared to the 
Netherlands, this domination of a moral and legal discussion on rights and 
the prominence of legal and political philosophers marks a difference in 
the subjects under consideration. In the U. S., political and moral 
philosophers defend the rights of patients, while the AMA rejects any 
possible involvement of physicians in ending the lives of patients. By 
contrast, in the Netherlands, the debate of the last twenty-five years has 
been focused primarily on the ethics involved in actual matters of 
physician assisted suicide or euthanasia. A proposal to legalize Voluntary 
Active Euthanasia (VAE) and Physician Assisted Suicide (PAS) has 
appeared in a position-paper of the KNMG (Royal Dutch Medical Society) 
only recently, on March 28, 1997." That proposal was formulated in 
reaction to government proposals, based on (government-ordered) research 
into and evaluation of the procedures to report euthanasia and PAS.'^ '" In 
short, the debate in the USA is focused on political and moral rights, while 
in the Netherlands the Medical Society argues for legalization of a morally 
accepted medical practice. 

The main tenet of the State's position in the Netherlands is that VAE 
and PAS will remain criminal events but, as before, will not lead to prose- 
cution if, after reporting these cases of unnatural deaths, physicians can 
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prove to have complied with a number of conditions. The level of self- 
reporting, however, is still low (41 %). To facilitate self-reporting, an 
additional proposal has been formulated to check compliance with the 
conditions, before reporting to the state prosecution. The State proposes to 
install: 

• regional committees for cases where euthanasia was based on a 
request and 

• a central committee for cases in the absence of a request involving 
incompetents or vulnerable groups who need special protection, such 
as defective newborns, the demented, psychiatric patients, and the 
comatose. 

This proposal meets with ambivalence. Opponents no doubt recognize 
a confirmation of the "slippery slope." Their view is supported by the 
creation of committees dealing with cases of actively ending lives without 
a request to die. What has been expected actually took place: where a 
voluntarily-made request once was the foundation of the Dutch practice, 
within a short period an extension of physician-assisted death to patients 
who cannot make such a request occurs. Supporters consider the 
proposals as realistic extensions of the present procedures, as part of the 
on-going institutionalization and quality-improvement of the balance 
between the interests of the State in protecting the lives of patients and the 
clinical reality, where not only competent patients suffer but also incompe- 
tents, never-competents (neonates), and the no-longer competents, who are 
no longer able to express their wishes and their choices. 

What does this proposal mean in terms of issues in the Dutch debate? 
Contrary to an extreme view, doubt, controversy and opposition within 
the Netherlands itself continues with respect to what physicians do or are 
allowed to do at the end of life. Eighty-one percent of the Dutch 
population prefers a decision made by the next-of-kin to a decision made 
by the physician in cases where the patient can no longer express his or her 
will. Eighty-six percent of the population favors a shared responsibility of 
a physician with colleagues over a solemn professional judgment.''* During 
the summer of 1997 public opinion has been stirred by a family who 
accused a nursing-home physician of intended killing, when he refused to 
provide tube-feeding to a demented patient (Blauwbdrgje). The argument 
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cited by the Royal Dutch Medical Society nevertheless reflects a majority 
consensus with respect to the criminal prosecution of physicians and the 
legal possibility of active ending life. Only 10-16% of the population think 
that VAE or PAS are totally inadmissible. While 86% of the population 
think consultation of another physician a necessary requirement, only 55% 
think reporting to the state prosecutor is always necessary. 

This consensus on certain important moral items and aspects of VAE 
and PAS is incomparable and unequal to any euthanasia debate elsewhere 
in Europe or in the USA. Euthanasia and PAS in the Netherlands, both 
theoretically and practically are, as social phenomena, in a phase of 
integration into society and its system of moral values. This phase of inte- 
gration is the third phase of this new idea or practice, after confrontation 
(phase 1) and acceptance (phase 2). Integration can be defined here as a 
process of reflection and action concerned with practical problems, 
including unintended and unforeseen effects and with improvement of the 
procedures to attain the intended goal: death with dignity at an 
appropriate, self-chosen time. Examples of this integration are the research 
projects of government, the appearance of euthanasia-protocols in insti- 
tutional care (hospitals, nursing homes, hospices), describing the roles and 
responsibilities of those involved and, finally, the development of teaching 
programs in the medical schools. 

Integration also means that those who oppose VAS and PAS receive 
optimal care at home, in hospices, hospitals, and nursing homes. The 
commitment of conscientious objectors in the medical profession are also 
planned for respecting their moral and legal duties and that of the patient. 
Projects to improve the quality of consultations, to raise the level of 
professional expertise, and to enlarge the number of self-reporting 
physicians can be regarded as a final step of the medical profession in this 
regard.’’ 

None of this is attempted in the United States. In spite of the work 
done by Quill and others,’*"’” the moral aspects involved in physician- 
assisted death, are transformed into a political and legal debate in which 
the verdict of the Supreme Court in July 1 997 seems to be a last hallmark. 
To understand this difference in approach some investigation into the 
history ofVAE and PAS in the respective countries can be fruitful. 




40 



Asking to Die 



Historical Notes 

To step into the Dutch debate on euthanasia requires a lot of explaining for 
those in other countries. A number of preliminary remarks must be made 
in order to have a sufficient understanding of the theory and practice of 
Dutch euthanasia from an American point of view. 

In comparison to other European countries or the United States since 
the Second World War, there is no long "history of euthanasia" in the 
Netherlands. In the fifties (1954) a case of voluntary euthanasia was 
brought to trial, the physician being condemned without penalty, but this 
case did not evoke a public moral debate. The Dutch "history" actually 
seems to start in the year 1969 with a public debate about the publication 
of "Medische Macht en Medische Ethiek" (Medical Power and Medical 
Ethics), a pamphlet written by a psychiatrist, Jan van den Berg. The 
booklet focused on the humane and inhumane consequences of increased 
medical power and the need to reformulate medical deontology on the 
following ground: "The duty of a physician is to protect, save, and prolong 
human life where and when this is meaningfiul"^° (italics added). A first 
volume on the subject of euthanasia followed in 1972,^' edited by Munten- 
dam, a representative of the medical establishment who later became 
president of the NVVE, the Dutch Voluntary Euthanasia Society, establis- 
hed in 1973. 

Earlier, between the World Wars, English societies for voluntary 
euthanasia date back to 1935 and comparable societies in the USA were 
also founded in the thirties, while public and professional debate already 
started in the nineteenth century, especially in Germany. In the USA, for 
example, states like Ohio or Iowa discussed proposals to legalize 
voluntary euthanasia in case of incurable diseases or traumas as early as in 
1906, but the proposals were defeated by a major! ty.^^^^ 

Yet a significant and almost permanent public discussion on 
euthanasia as a good death, brought about by physicians, can be traced 
back in Great Britain until the 1870's. Shortly after the discovery of 
chloroform as a pain-killer, a proposal published in the lay press advocated 
using chloroform to alleviate the suffering of terminal patients. Of great 
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significance in this matter is the article 'Euthanasia' by S.D. Williams in 
The Spectator (1870), reprinted often in the following years. 

At the beginning of this century the English press paid much attention 
to the subject of euthanasia, both in England and the USA. Even though 
many physicians were members or even founders of the societies for 
voluntary euthanasia, the overall position of the profession remained one 
of opposition. Opposition to euthanasia on professional ethical grounds is 
consistent in the history of the medical profession. At least since the Re- 
naissance, examples can be given of soldiers ending the lives of severely 
wounded comrades in "mercy killing." Physicians like Amboise Pare 
(1 536) and Desguenette (1799), the personal physician to Napoleon, 
refused to condone or participate in that practice by providing morphium. 
A complete analysis, however, must also take into account the historical 
"Werdegang" of the role of physicians at the deathbed, a role that is not 
self-evident.^'* Public opposition to euthanasia within the American 
Medical Association as well as within medical societies in Europe, has 
nevertheless a history of more than a century. The position taken in the 
80's of this century by the Royal Dutch Medical Society (KNMG) has 
consequently caused much misunderstanding in and debate by, for 
instance, the World Medical Association. 

The history of euthanasia in the Netherlands covers about 25 years. 
Hardly any discussions on the subject in the years before had a significant 
impact on the public. No link exists between euthanasia and eugenics in 
the Dutch eugenics movement in this century. Interestingly enough and 
certainly a point for reflection is the historical connection between the 
progress of medical science and euthanasia. The discovery of chloroform 
as an anaesthetic and the proposal to involve physicians in providing a 
humane death enhanced the Nineteenth Century debate in English- 
speaking countries, later intensified by the discovery of genetics and the 
development of eugenics in the same countries as well as in Germany. The 
Dutch debate on euthanasia did not arise in concordance with new 
technological possibilities, but rather in opposition to them. Medical 
technology became capable of mastering and sustaining the biological 
aspects of human life beyond human dignity and personal meaning. 
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This interesting difference between Dutch and Anglo-Saxon 
developments certainly does not mean that medical technological progress 
is the sole source of the euthanasia debate. On the contrary, the subject has 
been debated throughout history.^^ The difference is nonetheless relevant 
with respect to the relation between the public debate and the internal 
medical debate on the moral aspects of euthanasia. The main question in 
the Nineteenth Century Anglo-Saxon debate was: are physicians allowed 
to facilitate a merciful death by means of active medical intervention? In 
the Dutch debate the question has been from the beginning: does a 
physician have an obligation to help a patient if the patient wants to be 
relieved from suffering and no longer wants to be kept alive by artificial 
means? The historical "no," expressed by the medical societies, is related 
to the first question. It has stamped traditional medical ethics before and 
after World War II. In the Netherlands, however, the traditional approach 
of professional ethics has been confronted in the seventies of the 
Twentieth Century with the question of the meaningful and humane use of 
advanced medical interventions and the obligation to help when 
technological sustaining of life has reached its moral limit. The "yes" as 
expressed by the Dutch Medical Society has, in other words, been based 
on different grounds, resulting in different definitions and procedures. 

Definitions 

In the Netherlands the arena of medical decisions at the end of life 
(MDEL's) has nowadays been divided into four distinct, seemingly 
separate areas: 

• non-treatment decisions, effecting and resulting in death (NTD) 

• alleviation of pain and suffering, resulting in shortening of life, (APS) 

• euthanasia and physician-assisted suicide (E and PAS) 

• life-ending actions without explicit request (LAWER) 

This separation into four areas is the actual outcome of a multi- 
disciplinary debate with a rich background in previous definitions and 
conceptual changes. 

The intention of distinguishing the areas has mainly been to lift the 
veils on medical decisions at the end of life, to make them transparent to 
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the public, and to open up debate on ethical and legal aspects. More 
specifically, the aim was and is to eliminate the barriers to a better moral 
understanding of the limits between intentions and actions, actions and 
omissions, intentions and effects of medical (non)treatment, between what 
is said and what is done by physicians and, not the least of all, to introduce 
the will of the patient into medical decision-making. Inquiries into these 
matters have resulted in specific definitions, not used this way elsewhere 
in the world. There is a considerable consensus that these (re-)defmitions 
are illuminating and functional, although complete transparence has not 
yet been reached. Especially in the area of alleviating pain and symptoms 
(designated as APS), with the effect that life is shortened there still 
remains the issue of the difference between the professed or actual end and 
the intended effect. A statement that APS is "normal medicine" and does 
not constitute a case of "euthanasia" is certainly problematic and from a 
certain perspective even naive, because there may always be an invisible 
difference in intention between the level of pain medication used to 
alleviate suffering or to hasten death. 

The present definition of euthanasia was "coined" by the State Committee 
on Euthanasia of 1985 : 

• Euthanasia is defined as the intentional taking of someone's life by 

someone else after an explicit request. 

• Physician Assisted Suicide is defined as helping someone to take his 

life after an explicit request. 

Non-treatment decisions, covering the areas of stopping and not- 
starting treatments are by definition not considered acts of euthanasia, but 
"normal (complicated) professional medicine." To start or to continue a 
treatment that is medically futile or that has no foreseeable beneficial 
effect is considered unprofessional practice. In fact, no physician can be 
required to apply a treatment that is ineffective or results only in 
prolongation of the dying process. 

Also, alleviating pain and suffering is considered to be a medical duty 
even when the interventions imply that life may be shortened as a 
consequence. Not to alleviate pain and suffering in this view would be 
maleficent and professional negligence. 
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As a consequence of the definitions of euthanasia and physician 
assisted suicide, some terms are omitted from the Dutch vocabulary of 
decisions at the end of life. Among these are the adjectives often used with 
euthanasia: active and passive, voluntary, non-voluntary and involuntary, 
direct and indirect. 

For the sake of lucidity for an English language audience, we will 
continue to use the phrase "voluntary active euthanasia" as equivalent to 
the Dutch word "euthanasia" and shorten this to the acronym VAE. The 
connotation of physician assisted suicide is identical and will be shortened 
to PAS. 

The definition did not come without struggle and is still not 
completely uncontested, but the consensus represents a majority point of 
view that has been codified into legal language. Opponents, however, 
continue to define euthanasia as "killing the sick, the handicapped and the 
old because of the presence of a disease, a handicap or old age, with or 
without permission. 

A close look at the Dutch definition draws special attention to the 
following points: 

• By placing the patient’s request at the center of the euthanasia debate, 
interventions without a request can never take place under the heading 
of euthanasia, but are defined as life-ending actions without explicit 
request, inviting a separate and distinct ethical and legal set of 
problems. 

• The terms active and passive have no pragmatic significance once it 
has been agreed that medical interventions that are not beneficial to 
patients should not be applied: the moral relevance is placed on the 
medical grounds of the decision not to start treatment or to stop it. 

• The distinction direct/indirect also lost its pragmatic use (even though 
indirect euthanasia is elsewhere in the world the only accepted 
procedure to end suffering and lives), because one can never 
objectively check where the intention to alleviate pain or suffering 
ends and the intention to shorten life begins. 

• The distinctions active/passive and direct/indirect seem furthermore 
only of relevance to the physician and his way of justifying his 
decisions. Lawyers however have stressed that refraining from actions 
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amounts to the same as acting when the same end is envisaged. 
Already in 1972, a Government Advisory Committee^’ defined 
euthanasia as: "the intentional shortening of life or the intentional 
refraining from life-prolonging treatment with an incurably sick 
patient in his interest." In this definition the concept of intentionality 
and the expected end play a crucial role but one that is difficult to 
control. The Government Committee on Euthanasia in 1985 therefore 
recoined this definition by adding the request as its possible 
controllable part: "euthanasia is the intentional taking of someone's life 
by someone else at his explicit request." In this way a balance was 
struck between the intentions of the physician, the wish of the patient, 
and public demand. 

• Other terms and conditions of previous definitions which have been 
omitted are either left abandoned altogether or delegated to 
"conditions" that must be fulfilled if prosecution is to be avoided. This 
delegation predominantly has been imposed by lawyers in order to 
clean the definition from murky terms that could not be objectively 
checked. The problem with the conditions therefore, according to one 
of the inceptors of the present definition, Leenen,^* is that they cannot 
be made objective and used as clear criteria for a legal check. This 
remark underscores the increasing legal content of the definition as 
opposed to the moral essence of previous definitions. 

"Abandonment" concerns, for example, the terminal phase, a term 
denoting a process rather than a moment in time, making it less suitable 
for a neutral definition. The choice to delete this term is not without 
problems for it may suggest allowing non-terminal patients to request life- 
ending actions solely on the basis of the experience of professed suffering, 
without a somatic disease or somatic degeneration as a cause. This choice 
for some time has had confounding effects on the discussion in the 
Netherlands^'*-^'’ (and elsewhere), a confusion which has been caused by 
jurisprudence. The minutes of the "first" court case on euthanasia in 1973 
already contain a note by the presiding judge that the "dying phase" should 
not be a necessary condition, presuming that its absoluteness would 
discriminate against non-terminal suffering patients. 
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It should be stressed that a legal criterion apparently stands at the base 
of the debate on this particular item, while physicians generally still favor 
a limiting of euthanasia to terminal patients. 

The term incurable disease also has been omitted from the definition. 
Many incurable diseases are by definition not-terminal, making the term 
unsuitable for the same reason. Even the term somatic disease has been 
left out of the definition because the experience of suffering is not 
altogether somatic and suffering is considered to be the main ground 
justifying the taking of a life. This choice has been legally validated by the 
development of the jurisprudence of the Dutch High Council in 1994, allo- 
wing psychic suffering without somatic disease as a basis for responding 
to a request to end life. In the Netherlands this development especially has 
been considered by many as a sure sign of “the slippery slope,” a sign that 
once a practice has been condoned for a particular group with a somatic 
disease, the “gate has been opened” to patients with a death-wish without a 
somatic disease. The claim has been made that it will only be a matter of 
time before euthanasia will be allowed without request as in the case of 
neonates, the demented and psychiatric patients. Whether this claim will 
prove to be correct is uncertain. In the absence of data, the answer 
probably depends on trust in the moral fiber of Dutch society and the 
moral forces that will limit immoral answers to these fundamental 
questions. 

Conditions 

Discussion about possible legal checks on the performance of euthanasia 
must seem strange to non-Dutch readers, in contexts where the possibility 
of active voluntary euthanasia is still a matter of debate. These legal 
checks are logical consequences once life-ending interventions do not 
automatically lead to prosecution. These interventions must then be 
followed by a legal check on the fulfillment of certain conditions specified 
by law. Euthanasia becomes in this way a procedure that can be controlled 
by the public. 

The procedure starts with the duty of physicians to report any kind of 
unnatural death, covering VAE, PAS, and LAWER, and comply with a 
number of conditions, as laid down in the Law of 2 December 1993 (Stb. 
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643), amending the Law on the Disposal of the Dead. The procedure, went 
into effect on June 1, 1994, legalizing a practice already existing since 

1990. 

The conditions are: 

• the presence of a request, that must be voluntary, well-considered and 
durable, 

• the presence of suffering, that is lasting, unbearable, serious and 
hopeless 

• intercollegial consultation, 

• a written report 

The first two items usually are called “substantive” criteria, the latter two 
are “procedural.” 

When a physician acts in compliance with these conditions, his or her 
report can be accepted by the State Prosecutor who will drop charges. If 
the physician does not, the prosecutor may decide to institute legal action 
or further investigation. 

In 1990 and 1995 research was undertaken by the government to 
increase compliance to the procedure and to identify unreported cases in 
which not all the conditions had been fulfilled. The results of 1995 investi- 
gation confirmed most of the figures of the (1990) report published in 

1991, the so-called “Remmelink Report.” Both investigations were 
conducted with roughly the same methodological approach. We present 
here the main outcomes of the 1 995 study. 

The methodology is based on: 

• retrospective interviews with a representative number of 400 
physicians, revisiting medical decisions at the end of life (patients 
dying in a given time span), 

• prospective evaluation in this group of physicians concerning the 
patients that died over a six month period and 

• statistical analysis of death certificates of 8,500 deaths in the National 
Bureau of Statistics and 

• interviews with particular groups of physicians who deal with 
incompetent patients. 
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Some of the important outcomes are compared in figures 1 and 2: 



figure 1: comparison of 1990 and 1995 . 



NUMBER OF: 


1990 


%1990 


1995 


%1995 


Deaths 


130,000 




135.000 




Requests in future 


25.100 


19.3 


34,500 


25.6 


Requests foreseeable 


8.900 




9,700 




Euthanasia 


2,300 


1.8 


3,200 


2.4 


PAS 


400 


0.3 


400 


0.3 


APS 


22,750 


17.5 


25,750 


19.1 


NTD 


22,750 


17.5 


27,270 


20.2 


LAWER 


1,000 


0.8 


900 


0.7 


Physician reporting 


484 


18 


1,463 


41 



figure 2; comparison of compliance with the conditions of euthanasia and PAS. 





1990% 


1995 % 


Request 


96 


97 


Written request 


43 


70 


Consultation 


84 


92 


Written report 


60 


85 



The figures show differences between the years 1990 and 1995. There is a 
small increase in VAE: from 1.8% to 2.4%. The increase may be explained 
by a larger portion of elderly patients and possibly more familiarity with 
the procedure. The number of “disturbing” LAWER's, the ending of lives 
without explicit request, actually has decreased, even though the absolute 
numbers are only slightly smaller. Against expectations, the number of 
cases of PAS are the same over this period: there was expected to be a 
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growing awareness of greater inclination, both on the part of patients and 
physicians, to prefer physician-assistance and patient self-taking as 
opposed to lethal injections by physicians. The percentages for non- 
treatment decisions and the alleviation of pain and suffering are almost the 
same. 

In terms of percentage there is a growing involvement of physicians at 
the end of life: from 38% of all deaths to 42%. The meaning of these 
figures is unclear: one cannot logically conclude that the increase is good 
or bad, too much or too little. Comparable figures from other countries 
with similar systems of care are lacking. A sound conclusion cannot be 
drawn. Available figures in other countries are usually estimates, e.g. the 
projection that about 70% of all hospital deaths in the USA occur after a 
decision has been made to forego treatment,^' while about 80% of the 
people still go to a hospital to die.^^ 

Based on the two studies it has been concluded that in the Netherlands 
a growing compliance with the legal conditions can be seen, with the 
exception of reporting. Clearly, euthanasia and PAS remain relatively rare 
events, even though it must be admitted that almost no cases of life-ending 
actions were reported by neonatologists, psychiatrists, or geriatricians. 

Neither is there a reason to suppose “euthanasiasm” on the part of 
physicians or patients: even though more than half of Dutch physicians 
have performed euthanasia, a third of Dutch physicians have never had a 
request or participated in actively ending lives. A majority of physicians 
are willing to do so when the occasion presents itself, but about four 
percent are absolutely opposing the act, with an additional eight percent 
considering themselves opponents but at the same time willing to refer a 
patient to another physician.^^ The average physician receives a request 
about once a year and an actual case of euthanasia happens once in two or 
three years. 

The majority of life ending actions takes place at the home of the 
patient; one in 20 deaths compared to one in 75 deaths in hospitals and one 
in 800 in nursing homes.^"^ 

Of VAE deaths about 70% were patients in the final stages of cancer, 
without further treatment options, 3% were patients with cardiovascular 
diseases, 4% with diseases of the central nervous system, and 2% with 
end-stage diseases of the lungs. 
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The age of the patients whose life is terminated is generally lower than 
the overall division of age of all deaths: 37% took place before the age of 
sixty-five, as compared to 20% of all deaths in Holland.^^ Of all the people 
who die in this country 44% are over 80 years old; of the patients who die 
through euthanasia, 19% are in this age-bracket, according to the research 
of 1995. 

The research of 1990 uncovered the presence of a group of nearly one 
thousand cases of life-ending actions without a request. Given the 
centrality of the request in the definition of euthanasia, these cases are not 
termed “euthanasia.” The “Remmelink one thousand” caused great 
commotion fueled by Dutch opponents, especially in the non-Dutch media 
and the lay press.^-^’ Explanations made by proponents about the dire 
circumstances of patients and physicians in these cases made clear that the 
physicians might not have acted unprofessionally. Furthermore, the group 
of patients exists elsewhere too, with the same medical profile.^* Still the 
mere existence of the group points out a problem: if the definition of VAE 
and PAS is narrowed down to the accepted termination of life only when a 
request is present, patients who cannot communicate run the risk of 
abandonment if the legal definition is taken strictu sensu. Furthermore, 
though the patients had been incommunicado, this generally did not mean 
that the decision was not discussed extensively with other caretakers or the 
family and usually with both groups. Only in two percent of the one 
thousand cases had physicians ended the life of a patients without dis- 
cussion with anyone else. Though the lack of specific knowledge raises 
questions,^^ there is an overriding conviction in the Netherlands that the 
thousand cases are exceptional, yet justified, and would meet sympathetic 
understanding if the detailed stories were known. One of the leading 
researchers of the 1995 study. Van der Wal, holds termination of patients’ 
lives without a request morally unacceptable, although he admits that it 
might be necessary in rare and exceptional cases to “do something which 
in essence is impermissible.”'"’ 

The Dutch Position from the Point of View of Public Policy 

The Dutch legal position on VAE and PAS consists of a policy to hold 
onto a legal “blanket” rule of unacceptability of unrequested termination 
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of life while allowing requested termination. This policy seems contradic- 
tory but is illustrative and symptomatic of the subtleties in the euthanasia 
debate. The Dutch have struggled to formulate a public policy not to 
prosecute physicians who fulfill the afore-mentioned conditions. This 
struggle has resulted in a law that does not legalize euthanasia or physician 
assisted suicide. As one might say, a prudent public policy has been 
adopted short of legalization, with the effect that each case of “non-natural 
death” is evaluated after physicians have reported the event. The report is a 
legal requirement that carries a penalty if not fulfilled. The conditions have 
slowly been spelled out and clarified through court cases in such a manner 
that results in a “bottoms up” or indicative approach as opposed to more 
principled “top down” strategies. Especially in the United States, the 
discussion on allowing or resisting the options of ending lives has been 
dominated much more by a principled and legal “top down” approach, that 
results in mixing every principled argument with the involvement and 
responsibilities of the State in protecting “life.” 

Within the “top down” approach the distinction between VAE and 
PAS has become relevant. Whereas VAE involves an action of a physician 
which directly terminates the life of a patient, PAS requires from the 
physician only that a lethal potion be prepared and given to the patient, 
thus underlining both the presumed right of the patient to die at some 
moment in time and the character of autonomous decision making. PAS 
seems therefore to be more in accordance with the philosophical and 
political points of view on euthanasia in liberal circles in the USA and 
could be legitimized under present law in the USA and in some European 
countries, for instance Switzerland. Legislation on PAS could set 
beforehand strict limits on the physician's involvement, e.g. limited only to 
checking the patients’ condition and delivering the potion. Even the 
presence of the physician during the act could be forbidden. In this way the 
emphasis would be laid on the so-called “right to die,” as a matter which 
stands at the outer limits of medical professional behavior. 

In the Netherlands no distinct moral difference is maintained between 
VAE and PAS: No difference is perceived if a physician hands over a cup 
to drink or gives an injection by needle: In moral terms the act is 
considered to be identical because intentionally and effectively they both 
involve actively assisting death. This point of view leaves the performance 
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of the act to the discretion of the patient and the physician. Sometimes 
PAS can be difficult or even impossible for medical reasons, for instance 
when the patient is not able to swallow. In other cases, a potion can be 
given, but the physician is urged to hold an injection prepared for 
pharmaco-kinetic reasons. In any case it is considered prerogative that the 
physician is in charge of the procedure and that part of the physician's 
responsibility is that the act will be performed adequately. There is 
however a legal difference between VAE and PAS, which is expressed in 
the level of penalties; twelve years for active euthanasia, three years for 
assisting in suicide. Also psychologically a difference can be perceived; 
emotionally a quick death from a needle feels far different to family and 
physicians than a slow extinguishing of “the flame of life,” after drinking a 
lethal potion. 

Putting the physician in charge of the act and giving him or her the 
responsibility for the event has led to intricate problems in the Netherlands 
with respect to the legal review. Especially the fact of under-reporting 
causes worry not only in cases of physician caused death but also in cases 
without a request. Cases of LAWER are rarely or not at all reported, as is 
said, because of the criminal proceedings that automatically follow. This 
situation is particularly troubling because reporting and legal review are 
the cornerstones of legal acceptance. Lack of reporting leaves the door 
wide open for “top down” criticism and critique. The reasons for the low 
level of reporting invariably mentioned are: 

• Reluctance on the part of physicians who experience voluntary 
euthanasia not as a crime, but as difficult and compassionate care. 

• Reluctance to have a confrontation between grieving families and the 
law, represented by a local community physician/coroner. 

• A desire to prevent personal hassle with the law. 

• Uncertainty about adequate fulfillment of the conditions. 

• A conviction that dying is an exclusive and private experience between 
patients and physicians. 

Furthermore it has been repeatedly stated that the legal conjunction of 
both life-ending acts with and without a request was considered a reason 
that reporting would be evaded. 

The low level of reporting cases of unnatural death, the impossibility 
of forcing physicians to comply with legal duties, and the threat of legal 
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sanctions because of the criminal nature of life-ending acts have resulted 
in discussions about a “top down” approach to lessen the threat of legal 
prosecution, either by decriminalizing euthanasia and PAS or by 
distancing legal evaluation and control through medical committees placed 
between reporting physicians and the prosecutors. 

Euthanasia and PAS Between Crime and Care 

In developing a public policy towards VAE and PAS today, several possi- 
ble positions can be observed. If we consider VAE and PAS as two 
separate areas, as is done in the USA and in many Western countries, the 
potential possible options are: 

1. Opposing VAE and PAS under any and all conditions. 

2. Morally allowing exceptions for VAE and PAS but opposing 
making public policy. 

3. Morally allowing PAS, even legalizing the procedure but opposing 
VAE. 

4. Allowing both VAE and PAS and also legalizing both procedure.'” 
In the USA attempts to realize option three failed during the summer 

of 1997. In the Netherlands discussion about option 4 has been fueled by 
the already cited position paper of the KNMG. That paper contains the 
following conclusions: 

• The level of end-of-life decisions in the Netherlands has proven 
adequate. 

• Any regulation of life-ending decisions must be subjected to evaluation 
and supervision, both as an instrument of social evaluation and as an 
instrument of quality assurance and control. 

• The Government should legalize VAE and PAS for those cases where 
the conditions are met. 

Arguments to support this position are: 

• A medical intervention, broadly supported by about 80% of the Dutch 
public, should not be a criminal offense. The law should reflect the 
acceptance of a social practice. 

o Criminal procedures are not the appropriate instrument to reach the 
goals of social evaluation and quality assurance and maintenance. 
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o Maintaining criminal procedures will be counterproductive to 
reach the goals of evaluation because it will not increase the level 
of trust in physicians nor the level of reporting, 
o The level of palliative care is adequate even though improvement 
is possible. 

o The level of consultation is adequate but can be qualitatively 
improved. To do so, the KNMG has started a project in the 
Amsterdam area with expert-consultants available on a 24-hour 
basis for inter-collegial consultation about the predicament ofVAE 
or PAS on any subject physicians may wish to discuss. 

The Government favors continuation of the criminal status of VAE 
and PAS, together with cases of LAWER. Procedures to investigate and 
evaluate the extent and the status of life-ending interventions without 
request have to be developed in accordance with the present rules on VAE 
and PAS for incompetent patients, such as severely defective neonates, 
Alzheimer patients, psychiatric patients and the comatose. Separate 
legalization of VAE and PAS is considered to be possible and feasible in 
the future, if and when the following conditions are fulfilled: 

• There must be broad public trust in the procedure of reporting and an 
increase in willingness of physicians to report. 

• The public debate on all aspects of life-ending interventions must have 
crystallized and come to a certain equilibrium. 

• Palliative care and inter-physician consultation must have reached a 
desired level. 

To attain these conditions, the Government proposes separation of 
procedures in the cases of life-ending interventions with and without a 
request. One option to be considered in the case of interventions based on 
a request is the institutionalization of the evaluatory and testing procedu- 
res by forming regional multidisciplinary advisory committees to the local 
prosecutors. With respect to life-ending decisions without a request, in the 
case of non-competent patients, the proposal is to establish a national 
central committee to test and evaluate actual cases (“willensunfdhige 
Patienten ”). 

In summing up these actual events and issues in the debates among the 
State, the KNMG, and the public, several themes for further consideration 
emerge: 
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• the issue of legalization and the maneuvers to marginalize or to 
distance criminal proceedings from a practice of care, 

• the presence of requests and the division of procedures to differentiate 
between VAE/PAS and LAWER, in case of active ending of lives with 
and without a request , 

• under-reporting and the tension between public review and the privacy 
of death and dying, 

• the relationship between palliative care and the extent of requests for 
euthanasia, 

• additional safeguards, both medical-professional and legal, are needed 
because VAE, PAS and LAWER are not normal medicine. 

Judging from this rather limited number of issues in the debate, the 
conclusion might be that VAE and PAS are accepted practices in the 
Netherlands, that a majority of the Dutch support these practices and that 
most physicians will participate in these actions. How is this to be under- 
stood? 

Arguments and Moral Justifications of VAE and PAS in the 
Netherlands and in the USA 

To clarify the relative value of the differences in moral justifications and 
arguments about VAE and PAS in the Netherlands and in the USA we will 
use Finns and Bachetta’s'*^ conceptual framework with the following 
divisions: 

• deontological arguments, referring to principled approaches; duty, 
moral obligation, right action; 

• consequentialist arguments, referring to the consequences of life- 
ending actions as a basis to reject or allow the practice; 

• clinical pragmatic arguments, referring to clinical situations and a 
scientific method to formulate conclusions based on medical 
experience and the context of medical care. Using the clinical context 
can lead either to proposals to accept VAE and PAS or to reject them. 
To this framework we add one category derived from the work of 

Meerman and often used in earlier debates on euthanasia: 

• the development of civilization. 
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1. A. Deontologic Arguments opposing VAE and PAS in the 
Netherlands 



1. Life has an intrinsic value and dignity. No one is ever allowed to 
end it (Klijn/Nieboer, Minority Report State Committee 1985). 

2. Legalizing euthanasia will amount to mercy killing at the request of 
the family. Mercy killing is forbidden by the essential principles of 
medical ethics (Van der Sluis). 

3. The final phase of life should be experienced. It is immoral to take 
away the chance to be enriched by its lessons (Dessauer/Rutenfrans). 

4. Suffering is God-given and man should not interfere (Roman 
Catholic Church). 

5. Criteria for the extermination of citizens should be excluded from 
public policy (Dessauer/Rutenfrans). 

6. An ideology of death should never be implemented in social policies 
(Dessauer). 



1 . A. Deontologic arguments opposing VAE and PAS in the USA 



1. Killing is always wrong, life is sacred (Pellegrino).'*^ 

2. Suicide can never be a rational act. 

3. Suicide is a selfish act, it causes suffering for those who remain 
behind.^' 



1. B. Deontologic Arguments supporting VAE and PAS in the 
Netherlands 



1. In a degrading situation without hope, a person may ask for help in 
dying and be helped (Dutch Reformed Church, 1972).'*'’ 

2. A decision to end life can be responsible from a Christian point of 
view when and if there is unbearable suffering (Roscam Abbing, 1972; 
Christian Reformed Church, 1985).'*’''** 

3. Choosing one's own death is a human right (Dupuis, 1978).'*'* 
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4. In a situation of suffering it is irresponsible not to use the God-given 
means to accelerate the end oflife (Troost, 1975)7“ 

5. VAE must be possible before the final terminal phase and should be 
reported to the legal authorities (Euthanasia Society Report 1978). 

6. VAE and PAS are rights of patients justified by the principle of self- 
determination (Dutch Voluntary Euthanasia Society). 

7. Shortening life of patients in incurable states, suffering unbearably, 
with a request to end their life, is legally possible if the end comes 
indirectly by increasing doses of pain medication (Leeuwarden trial 1973). 



1. B. Deontological arguments supporting VAE and PAS in the USA 



1 . Mercy or compassion are the most compelling arguments in favor of 
VAE and PAS, because pain is not always controllable (Quill/Brody). 

2. No one should have to endure unrelievable suffering.^ 

3. Individuals have the right to self-determination in controlling the 
time, place and nature of their death (Fitzgerald).^^ 

4. If a competent patient expresses a clear desire to die, the state's 
interest in protecting the individual's life ceases to exist.^" 

5. Entitlement to refusal of life-prolonging treatment implies 
entitlement to choose to die by more direct means (Battin).^’ 

6. If suicide is morally defensible, then assisting is also morally 
appropriate.^ 

7. It would be unjust if those dependent on life sustaining treatment 
were allowed to die with physician attendance but those with equally 
intolerable, but treatment-independent conditions were not. 

8. When death is voluntary it may contribute to justice by relieving 
families and society of sociai and economic burdens.^^ 



2.A. Consequentialist Arguments opposing VAE and PAS in The 
Netherlands 



1. Voluntariness as a condition will be eroded by allowing family 
interests to be of influence (Van der Sluis, Lindeboom, Dessauer).5*-5“ 
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2. The legal protection of the incompetent is not guaranteed once 
voluntariness is compromised (Van der Sluis). 



2. A. Consequentialist arguments opposing VAE and PAS in the USA 



1. Condoning VAE and PAS relays the message to society of the 
devaluation of human life, emphasis on individual rights rather than 
responsibility to the community and will be a threat to the doctor-patient 
relationship. 

2. Allowing VAE and PAS will erode the integrity of the profession.'^' 

3. The psychological burden of a license to kill may seduce physicians 
to under treat the more difficult to treat patients (Kass 

4. Allowing VAE and PAS leads to a slippery slope and extension 
from the terminally, competent ill to the non-terminally ill, the 
incompetent and the vulnerable (Callahan, Kass).“ 

5. Some will feel an obligation to have themselves eliminated to take 
away the financial strain on their families (Kass). 

6. The risk of abuse of VAE and PAS is increased by the pressures of 
cost containment in the health care system (Miller et al).®^ 

7. Allowing VAE and PAS will risk discrimination against the 
vulnerable and certain socio-economic groups without adequate insurance 
(Cassel).“ 

8. It will be impossible to frame laws allowing VAE and PAS and 
provide adequate safeguards against abuse.®^ 



2.B. Consequentialist arguments supporting VAE and PAS in the 
Netherlands 



1. VAE and PAS will increase individual esteem and self-control and 
enhance positive freedom to choose a life with dignity. (NVVE ). 

2. VAE and PAS will make the public aware that the present status of 
health care facilities requires that everybody should make early decisions 
about when and how to die, especially when one should end in an situation 
of mental incompetency (NVVE). 
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3. VAE and PAS will enhance a public morality which will secure the 
private and intimate character of death and dying. The individual life style 
and morality will be enforced (Drion). 



2.B. Consequentialist arguments supporting VAE and/or PAS in the 
USA 



1. Opposition to physician-assisted suicide will lead to increased 
pressure to allow physician-performed euthanasia.^ 

2. VAE and PAS will enlarge the moral basis of human rights in 
society (Dworkin). 



3. A. Clinical Pragmatic arguments opposing VAE and PAS in the 
Netherlands 



1. Good medical care does not lead to a request for euthanasia 
(Oostvogel, Michels).^’™ 

2. Discussing euthanasia with the elderly is perceived by them as a 
threat; it limits their contact with physicians (Michels, Meyler). 

3. The positive attitude of the physician may be a threat to his patient 
(Sporken).’' 

4. The voluntariness of severely ill patients can be compromised and 
one cannot be certain of the authenticity of a request (Lindeboom)(Des- 
sauer )P 

5. Active ending of life is not a medical act (Buijs).^^ 

6. The role of the family often leads to a request to actively end the life 
of a patient (Koch).^'^ 

7. The possibility of euthanasia undermines the tenacity of a terminal 
patient to hold on (Cohen).’’ 

8. The possibility of euthanasia will undermine the willingness of 
family and physicians to care for the sick and the old (Dessauer). 

9. The tendency to 'stretch life' leads to devaluation of the value of life 
by others than the patient (Dessauer). 
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10. Suggesting euthanasia as an option means convincing patients of 
the futility of their suffering and erodes their courage (Dessauer). 



3 .A. Clinical Pragmatic arguments opposing VAE and PAS in the 
USA 



1. Seeming autonomous requests for assisted suicide or euthanasia are 
often a cry for help (RB Miller).’® 

2. VAE and PAS are unnecessary because most deaths are not painful 
(Emanual) P 

3. The availability of VAE and PAS will take the pressure off the 
medical profession to do a better job in treating pain and suffering (RB 
Miller). 

4. Better pain treatment will result in the disappearance of requests to 
die. 

5. Sedation and dehydration of dying people is a better choice than 
active assistance.’* 

6. Patients cannot rationally and autonomously choose euthanasia 
because they might be depressed or have their minds clouded with 
medication.™ 

7. Doctors tend to regard dying patients as medical failures and fail to 
accept fmitude oflife.*“ 



3.B. Clinical pragmatic arguments supporting VAE and PAS in the 
Netherlands 



1. Euthanasia will be possible only for terminal patients (KNMG 
1973). 

2. Stopping futile treatment is allowed (KNMG 1973). 

3. Prolonging life by modem medicine can mean prolonging 
unnecessary suffering (Sutorius).** 
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3. B. Clinical pragmatic arguments supporting VAE and PAS in the 
USA 



1 . With physician assisted suicide there is less chance of involuntary or 
non-voluntary death as compared to euthanasia. 

2. With physician assisted suicide there is a greater sense of control by 
the patient and less chance of actually committing suicide.*^ 

3. Death by VAE or PAS is more easily detectable by chemical 
analysis than using life-shortening medication under disguise. 

4. The most important benefit of legalized assisted suicide for poor 
patients (however) might be better care while they live because potential 
state regulations would require that hospitals show that effective medical 
care, including pain treatment, had been offered (to the patient) before any 
request for assisting in suicide (can be granted).*^ 



4. A. Developments in civilization opposing VAE and PAS, USA and 
Netherlands 



1 . The issues of abortion, euthanasia, and eugenics are expressions of a 
eugenics movement which will ruin the ideals of humanity (Dessauer/Ru- 
tenfrans).*'* 

2. The growing population of elderly people will change society and 
culture in some fundamental ways. Utilitarian perspectives as well as 
perspectives on the distribution of healthcare goods will erode if VAE and 
PAS are allowed as medical actions (Callahan). 

3. The growing emphasis on economic values will enhance a view of 
human life in terms of utility and usefulness. A moral halt is to be put on 
medical interventions supporting the moral ideology of economics (Ten 
Have, Hirsch Ballin).*’ 
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4.B. Developments in civilization supporting VAE and PAS in the 
Netherlands 



1. A major argument supporting the legalization of VAE and PAS in 
the Netherlands has been that the law should reflect the moral norms and 
values in society. Arguments that 80% of the population support the 
possibility of VAE are often heard. From the point of moral argument 
moral reasoning based on majority ruling rests upon a fallacy for public 
opinion can be based on fallacious moral grounds. From the point of view 
of changing moral norms and values, the argument can, however, hold if it 
can be proven to rest on a sound ground. 

With respect to the acceptance of VAE and PAS a 1 99 1 survey into the 
religious and moral values in the Netherlands can offer some insight into 
the matter at hand. According to this survey, 52% of the Dutch see 
themselves as more or less religious, 49% believe in a life after death, 16% 
consider themselves as atheist, and 20% consider themselves as agnostics. 
These figures are becoming more relevant when compared to some 
specific questions. 79% think that the meaning of life is given by 
individuals themselves, while 19% think that only God determines the 
meaning of life, and 14% believe that life does not have any purpose. 
(These figures show some overlap, such that people who believe in God 
can still say that each individual determines his own meaning of life). 66% 
of the Dutch population state that good and evil are a matter of personal 
conviction, while 50% think that good and evil are determined by society. 
Twenty-six percent argue that good and evil are based on the law of God. 
In this research 67% of the population approves euthanasia for a severely 
suffering patient. 

If the results of this survey are extrapolated to the year 2020, the 
process of secularization will continue. One can expect that 76% of the 
population will consider themselves as not belonging to a religious 
community, only 15% will be Roman Catholic, 6% Reformed Protestant, 
and 3% Dutch Reformed.** 

A change in moral outlook within the population can therefore be 
discerned, a change from a religiously bound community perspective on 
morality to an individualized, personal and non-religious perspective. 
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Acceptance of the “right to die” can be seen as one of the phenomena 
following a thorough secularization of society. Moral views and decision- 
making become less dependent on external authorities and will be based 
mainly on personal views. Furthermore the meaning of life is determined 
more by personal views and actions and less from the outside. 

Concluding Remarks 

Some developments in the Dutch debate arc particular to that debate and 
some developments in Great Britain, Germany, and the USA are unknown 
to this debate. We shall describe some of these issues, dividing those 
specifically Dutch from issues that do not appear in the Dutch debate. 

Specific Dutch Developments 

1 . Of primary and overruling importance is the affirmative position of the 
Dutch courts. As was judged in the Leeuwarden trial of 1973 allowing 
physicians the possibility to end lives if certain conditions exist marks the 
beginning of a euthanasia practice that cannot be turned back. After the 
first decision each of the next court cases aimed to specify and narrow the 
conditions under which this practice would not lead to prosecution of 
physicians who reported. 

A second legal issue is the discussion of and the attempts to legalize 
VAE and PAS. In the beginning of the debate all participants, a 
government committee the KNMG,** and the Voluntary Euthanasia 
Society*’ favored leaving the criminal status of VAE and PAS as it was. 
Legalizing became an issue for the Voluntary Euthanasia Society, the 
KNMG, and some political parties in the beginning of the 1980's. A liberal 
party introduced a proposal to legalize VAE and a Government Advisory 
Committee also proposed legalization. The political decision to obtain 
numbers and facts on the extent of the practice before making a decision 
on legislation, postponed legal action. The choice of the Government not 
to decriminalize VAE and PAS after the publication of the reports of 1991 
and 1995 illuminates the distance between the legal and moral aspects of 
death and dying. The important role of the physician as the institution- 
alized provider of medical care especially produces legal difficulties. 




64 



Asking to Die 



2. Of major significance also is the affirmative position of the KNMG, 
the Royal Dutch Medical Society. A first clear-cut acceptance of 
euthanasia dates back to 1984, a second refined position is found in 1994: 
Here the conditions agreed upon between the Government and the KNMG 
are spelled out with no uncertainty about the position of physicians in the 
eye of the law. A price was exacted for this liberal position: physicians 
who oppose euthanasia and assisted suicide on fundamental grounds have 
given up membership and formed their own professional society, the 
Dutch Physicians Union, the Nederlands Artsen Verbond, with its own 
network and its own publications. On the whole, however, support for the 
KNMG position among physicians is broad, especially since almost 90% 
of physicians favor the possibility of euthanasia and PAS, even though 
12% would not be willing themselves to participate in the act. 

The KNMG fundamentally supports the practice of euthanasia based 
on the definitions that give central place to the request: Without request, 
one cannot speak of euthanasia. The KNMG took an open view of the 
problems in clinical practice when a request of competent persons is not 
possible by inaugurating in 1985 a committee, the Committee on the 
Acceptability of Life-Ending Actions. Between 1990 and 1993 this 
Committee published interim-reports for public discussion on severely 
defective neonates (1990), the long-term comatose (1991), patients with 
Alzheimers (1993), and psychiatric patients. A final report was published 
in autumn of 1997. 

3. The Dutch development has been a “bottom up” approach: moral 
acceptance among physicians and patients preceded legal verdicts and 
attempts to legalize euthanasia. Physicians and patients discussed the 
possibility of VAE and PAS without creating a general rule of professional 
behavior. 

One further remark on the position of physicians and their freedom to 
refuse can illustrate this point. There is no difference of opinion that 
participation by physicians should be based on their individual conscience. 
Physicians can refuse any and all participation in VAE and PAS on the 
basis of personal principles. Physicians have a recognized right to refuse 
on the basis of circumstances or to refuse life-ending acts, based on their 
insight and judgments. Physicians even have a responsibility to judge for 
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themselves whether the conditions are fulfilled before the law determines 
if prosecution will follow. 

Physicians can also refuse to participate if they feel unwanted pressure 
from the side of families or other caretakers. They even may follow their 
own emotions in deciding to go ahead or to halt participation. 
Consequently, it cannot be said that euthanasia is normal medicine. It is 
not, even though professional agreements on rules and procedures are 
being developed. But euthanasia is defined as an act in which a physician 
may proceed within the framework of a conflict of duties. A crucial matter 
in this proceeding is the trust of the patient in the physician. If a physician 
refuses after he has promised that he would perform the act of euthanasia, 
he must have convincing reasons related to the condition of the patient. 
Otherwise he can be blamed for betraying the trust of his dying patient and 
professionally censured for betraying trust in the medical profession. 

4. The addition to the Law on Disposal of Bodies of 1993 should be 
explained as a joint position of both the Dutch government and the 
majority of the medical profession. That has not stopped the demand for 
legalization of VAE and PAS, on the contrary. The low level of self 
reporting has led to the conclusion that the law should be distanced from 
practice for the KNMG, in order to raise the level of reporting. And at the 
same time it has led the government to its conclusion that the time to allow 
physicians to control decisions at the end of life has not yet come. The 
government favors further varieties of legal control of medical 
interventions at the end of life. The choice not to lift the barrier of the 
criminal law over life-ending actions seems to be a decision that is 
consistent with traditions in Europe thus far, even though attempts to 
decriminalize VAE and PAS have accompanied the movement from 1870 
on in Germany, Great Britain, and the USA. 

Issues That Do Not Appear in the Dutch Euthanasia Debate 

• The separation between PAS and VAE is considered especially 
remarkable because debates in the USA, in Germany, and in 
Switzerland show a tendency to agree on PAS and to reject VAE. 

• The relationship between terminal diseases, depression, and the 
request for euthanasia or assistance in suicide: Even though it may be 
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hard to find facts to substantiate the claim that requests are made by 
authentic, competent patients and are not a by-product of a disease, the 
issue still remains an important moral concern if emphasis is laid on 
the voluntary request of a patient. 

• The relationship between adequate social and palliative care and 
requests for euthanasia: Claims made by physicians in hospices that 
the request for euthanasia vanishes as soon as optimal care is given 
should be taken seriously to prevent a situation of moral vagueness 
about the request. The Dutch are also addressing objections and claims 
from outside the Netherlands that insufficient palliative care may 
sustain relievable suffering and drive patients to request euthanasia. 
The lack of separate palliative care institutions and the lack of 
“Hospices” in themselves can be understood if one considers the 
overall financial and medical possibilities of home care around the 
clock. As opposed to the claim that suffering patients receive insuffi- 
cient pain-medication, it must be said that the level of knowledge and 
skills to combat pain have not been studied as a separate issue. This 
still needs to be done. 

• The written request of a “living will”: In the Netherlands legal 
documents expressing the living will of patients receive hardly any 
recognition in the medical profession. Common procedures for 
handling these documents have not as yet been developed. In fact, each 
individual physician has the discretion to follow the expressed will of 
the patient or ignore it. 

These issues generally are not considered deeply disturbing 
insufficiencies in Dutch euthanasia practice and debate. This fact itself 
must be considered, from a cultural perspective as typical and the future 
will show whether that position can or should be maintained. 
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Chapter Three 



Physician Assisted Suicide in Psychiatry: An Analysis of 
Case Law and Professional Opinions 

Sjef Gevers and Johan Legemaate 

For more than two decades euthanasia and assisted suicide have been 
openly debated in the Netherlands. One issue that has raised considerable 
debate over the last few years is the acceptability of physician assisted 
suicide in psychiatry. In Dutch medical practice these cases are very rare. 
In a survey carried out in 1996 amongst half of the Dutch psychiatrists 
37% of the respondents indicated that they had at least once received an 
explicit, persistent request for physician assisted suicide. Twelve 
respondents had complied. The researchers estimate that there are 320 
requests a year in psychiatric practice and two to five assisted suicides.' 
Nevertheless, the issue of physician assisted suicide in psychiatry has 
attracted much attention,^ partly because of a number of recent court 
decisions. However, interest is certainly also related to the fact that the 
issue raises fundamental questions concerning the limits of euthanasia and 
assisted suicide. 

We now offer an overview of the main developments in this area. 
First, we will analyze and update (relative to the previous chapter) the case 
law on physician assisted suicide in psychiatry. Second, we give an 
impression of the professional debate on this issue. That debate started 
even before publication of the first court ruling on this issue (by the 
Central Medical Disciplinary Board in 1990) and has not only continued 
but intensified as a result of subsequent decisions of criminal courts over 
the past few years. We sketch a general picture of the positions taken by 
different actors, mainly by referring to reports and statements of the most 
important organizations and advisory committees. 



An earlier version appeared in Cambridge Quarterly of Healthcare Ethics Spring 1997; 6 
(2): and was titled “Physician-Assisted Suicide in Psychiatry: Developments in The 
Netherlands,” by Legemaate and Gevers. 
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Finally, we will go into more detail and try to summarize the main 
comments regarding the key problems: 

• the competence of mental patients to request assisted suicide; 

• whether the source of suffering of the patient (somatic disease or 
mental illness) makes a difference; 

• the existence of alternatives and the meaning of a treatment refusal; 

• the responsibility of the medical profession; 

• what if there is no disease or illness at all. 

Assisted Suicide in Psychiatry: Case Law 

In a previous chapter one of us (JL) described the general legal situation 
on euthanasia and assisted suicide in the Netherlands. Assisted suicide is 
formally a criminal offense, but a physician will not be prosecuted when 
assisting with suicide in a conflict of duties (the so-called defense of 
necessity). The requirements a physician must meet before being allowed 
to invoke the conflict-of-duties-argument have been developed in medical 
ethics and case law (e.g. a voluntary and competent request by the patient, 
a situation of hopeless and irreversible physical and/or mental suffering, 
no acceptable treatment alternatives, consultation with an independent 
physician). With regard to physician assisted suicide in psychiatry court 
decisions have further elaborated these requirements. As will be shown 
below, the Supreme Court held in June 1994 that assisted suicide can be 
justifiable in the case of psychiatric patients but only in exceptional cases 
in which the physician has acted with the utmost carefulness. 

This viewpoint had been expressed many times in the Dutch 
discussion on assisted suicide.^-'* Physician assisted suicide in psychiatry 
was discussed as early as the 1970s. At that time the first cases were 
reported to the public prosecutor.’ In 1981 the Regional Court of 
Rotterdam did not exclude the possibility of physician assisted suicide in 
cases of intolerable mental suffering.® However, until 1994 this argument 
had never been raised before the Supreme Court. In their rulings both the 
Supreme Court and other courts specified the requirements with which a 
physician must comply in cases where the patient involved has a 
psychiatric history and his or her request is based on intolerable mental 
suffering. Until now (1997) six cases of physician assisted suicide 
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involving mental suffering have been brought before a court. In a seventh 
case, the patient’s request for physician assisted suicide was denied. The 
seven cases will be discussed below. 

Central Medical Disciplinary Board 1990: The Case of Mr. A 

In December 1983 Mr A with an eight-year psychiatric history, was 
voluntarily admitted to a psychiatric hospital.’ Following his ex-wife’s 
suicide in 1978. Mr. A attempted to take his own life. At the time ofhis 
admission, Mr. A was chronically depressed with psychotic moments. 
Furthermore, Mr. A suffered from severe emphysema. In January 1984 his 
legal status was changed from voluntary to involuntary commitment. Mr. 
A repeatedly asked for physician assisted suicide. His psychiatrist 
transferred Mr. A to a university psychiatric unit in order to explore the 
outcome of several treatment options. During his stay in this unit Mr. A 
was treated by means of medication, sleep-deprivation, and electro- 
convulsive therapy (ECT). These treatments had no success at all. After 
being transferred back to the psychiatric hospital, Mr. A’s psychiatrist 
consulted two colleagues as well as the hospital’s medical superintendent. 
He also consulted the patient’s relatives. In the meantime Mr. A 
persistently requested assisted suicide. After having finished his 
consultations the psychiatrist decided to grant Mr. A’s request. Mr. A died 
in his own home in July 1984. The psychiatrist informed the police, the 
public prosecutor, and the Medical Inspectorate for Public Mental Health. 

In November 1984 the public prosecutor decided not to prosecute the 
psychiatrist. He had been convinced that the psychiatrist had taken into 
account the requirements for justifiable assisted suicide. The Medical 
Inspectorate for Public Mental Health was not satisfied with the decision 
and filed a complaint against the psychiatrist with the Medical 
Disciplinary Board (MDB). In its decision the MDB rejected the 
complaint. On the basis of the testimonies of a number of expert 
witnesses the MDB held that at the time of the final request: (a) Mr. A was 
competent, (b) he was in a situation of intolerable and hopeless suffering, 
(c) no treatment alternatives remained, and (d) the psychiatrist had acted 
carefully. The Medical Inspectorate appealed this decision. In March 
1990 the Central Medical Disciplinary board (CMDB) reached a different 
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conclusion. The CMDB decided that the psychiatrist should have rejected 
Mr. A’s request. The CMDB’s main argument was that the question 
whether a psychiatric patient’s death wish does or does not result from his 
mental illness can hardly be answered. The decision was applauded by the 
Medical Inspectorate. The Inspectorate used it as the basis for its position 
that assisted suicide in psychiatry was never acceptable. 

Regional Court of Almelo 1991: The Case of Ms. B 

The Regional Court of Almelo had to decide whether a physician was 
justified in assisting with the suicide of Ms. B, a 25-year old patient with a 
history of severe anorexia nervosa that started when she was 8 years old. 
The court consulted a professor of internal medicine, a professor of 
medical ethics, and a specialist in the area of anorexia nervosa. These 
three experts were unanimous in their conclusions: Ms. B was competent 
when making the request, her request was persistent, and she was in a 
situation of intolerable suffering. The experts concluded that if the 
physician had not assisted in suicide, the patient would have died within a 
short period of time, either through suicide or starvation. The experts 
rejected the alternative of forced feeding because it was very unlikely that 
this alternative would have had a positive influence on the process of the 
patient’s illness. Based on therapeutic as well as ethical grounds, the 
experts concluded that in this case no more treatment options were 
available. On several occasions the patient expressed, both in writing and 
on videotape, her wish to die with dignity. The regional court acquitted 
the physician. In the opinion of the court he had met all requirements for 
justifiable assisted suicide. 

Court of Appeal of The Hague 1993: The Case of Ms. C 

A case finally decided by the Court of Appeals of The Hague in May 1993 
actually originated in 1985.* In October 1985 a psychiatrist assisted with 
the suicide of Ms. C, a patient with a long history of severe depression 
dating back to 1962. She had been committed to a psychiatric hospital 
many times. In 1981 Ms. C made several attempts to end her own life. As 
a result of her depression, alcohol abuse, and physical condition Ms. C had 
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completely isolated herself. Attempts to reactivate her did not succeed. In 
October 1985 her psychiatrist and general practitioner had a lengthy 
conversation with Ms. C and her husband. They told her that all possible 
treatment options had been explored but without success. Ms. C again 
requested assisted suicide. At that time, according to her therapists, Ms. C 
was competent and able to express herself clearly. She argued that her life 
was hopeless and that she did not want to face the prospect of life-long 
severe depression. Her husband pointed out that he respected her wish to 
die. The psychiatrist and the general practitioner decided to agree to her 
request. With their help Ms. C died in October 1985. 

The psychiatrist and the general practitioner reported the case to the 
public prosecutor. The prosecutor’s decision to bring the case before a 
court was appealed by the two therapists. The Dutch Supreme court 
rejected this appeal in 1991, after a lengthy procedure. Soon after, the case 
was judged on its merits by the Regional Court of Appeals of The Hague 
in May 1993. Both the regional court and the appeals court accepted the 
psychiatrist’s defense of necessity. Experts confirmed that in spite of the 
nature of Ms. C’s disease it was beyond reasonable doubt that her will to 
die was free, well-considered, and persistent. She experienced her 
suffering as unbearable and all therapeutic alternatives had been 
exhausted. According to the experts, compulsory commitment would not 
have been a solution in this case. The Court of Appeals clearly stated that 
in general one cannot say that psychiatric patients are always incompetent 
to request assisted suicide. However, the court added, taking into account 
the fact that many mental patients are limited in their capacity to make 
sound decisions with regard to such far-reaching issues, great caution was 
required. 

Supreme Court 1994 and Medical Disciplinary Board 1995: The Case 

of Ms. D 

Of all cases discussed in this paper the following one has raised the most 
debate. This fourth case is not a “psychiatric” case in the narrow sense. 
As we will see, the suffering of the person involved, Ms. D, did not result 
from mental illness in a direct way. Rather, it was more the other way 
around. The same tragic events that, according to Ms. D, made her life 
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pointless, resulted in her developing a mental state that some professionals 
diagnosed (or interpreted) as a mental illness. However, others did argue 
that her mental state remained within the boundaries of a normal grieving 
process. Both the Supreme Court and the Medical Disciplinary Board (see 
below) considered her mental state as an illness, i.e., a depression. 
Therefore the case of Ms. D fits in with the other cases described in this 
paper. 

The facts need examining.'* When she died in September 1991, Ms. D 
was 50 years old. She had married at the age of 22, but from the beginning 
the marriage was not a happy one. She had two sons. In 1986 her older 
son committed suicide while in the military service in Germany. From 
that time on her marital problems grew worse and the relationship more 
violent. Her wish to end her life began to manifest itself These 
circumstances led to a brief admission to the psychiatric ward of a local 
hospital. In 1998 Ms. D left her husband, taking her second son with her. 
In 1990 this son was found to be suffering from cancer, from which he 
died on May 3, 1991. That evening, Ms. D attempted suicide with drugs 
she had received from her psychiatrist in 1986. To her great 
disappointment the attempt was unsuccessful. Finding a way to die began 
to dominate her thoughts. She made it known to others that she wished to 
die, but in a human way that would not confront others involuntarily with 
her suicide. 

Through the Netherlands Association of Voluntary Euthanasia Ms. D 
came into contact with the psychiatrist Boudewijn Chabot. Between 
August 2 and September 7, 1991, Chabot had four series of discussions 
with Ms. D, totaling some 24 hours. Chabot also spoke with Ms. D’s 
sister and brother-in-law. During these discussions Chabot approached 
seven consultants (including four psychiatrists, a general practitioner, and 
ethicist, and an expert in the field of bereavement processes), all of whom 
he furnished with an extensive written account of his findings. He 
requested suggestions concerning matters that he might have overlooked. 

A majority of the consultants agreed with the conclusions that Chabot 
finally reached; Ms. D was in a situation of unbearable suffering with no 
prospect of improvement by means of therapy. Her psychiatric condition 
(diagnosed by Chabot as an adjustment disorder consisting of a depressive 
mood, without psychotic signs, in the context of a complicated 
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bereavement process) did not prevent her from formulating a competent 
and well-considered request to assistance with suicide. She showed 
convincingly that she understood her situation and the consequences of her 
decision. On September 28, 1991, Chabot supplied Ms. D with lethal 
drugs. She consumed these in the presence of her best friend, Chabot, and 
a friend of his (a general practitioner, whose attendance was requested by 
Chabot to ensure careful medical practice). 

At the trial court level the Chabot case was heard by the Regional 
Court of Assen (April 1993) and the Court of Appeals of Leeuwarden 
(September 1993). Both courts found that Chabot had acted in a careful 
manner. The experts consulted agreed that Ms. D’s decision was well- 
considered and that in the circumstances there was no treatment available 
with a realistic chance of success. Had there been such a treatment, 
Chabot stated, he would have continued to press Ms. D to accept it and, if 
she continued to refuse, he would not have assisted her suicide. Both the 
regional court and the court of appeals accepted Chabot’s defense of 
necessity. 

The Supreme Court (June 21, 1994) used the Chabot case to clarify a 
number of important issues. First, it held that assistance with suicide in 
the case of a person whose suffering is not somatic and who is not in a 
terminal phase of an illness can be justified, but only in situations in which 
the physician involved has acted with the utmost carefulness. Second, the 
Supreme Court stated that the assertion that a psychiatric patient’s request 
for assistance with suicide cannot be voluntary “is as a general (legal) 
proposition incorrect.” According to the Supreme Court the wish to die of 
a person whose suffering is of a mental nature can be based on an 
autonomous judgment. Furthermore the Supreme Court stated that a 
patient’s situation is not hopeless if he or she refuses a meaningful 
treatment option. As to the carefulness expressed by Chabot, the Supreme 
Court criticized the fact that none of the experts Chabot had consulted had 
personally examined Ms. D. The Supreme Court argued that when the 
case involves a person whose suffering is not based on a somatic disease 
or condition, trial judges may accept the claim of necessity only when - 
among other things - they can base their decision on the judgment of an 
independent medical expert who has seen and examined the person. 
Because he had not complied with this requirement, the Supreme Court 
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rejected Chabot’s defense of necessity. Consequently, the Supreme Court 
found him guilty but did not impose any punishment or other measure. 

The Chabot case did not come to an end with the Supreme Court’s 
judgment. Already in 1993 the Medical Inspectorate for Public Mental 
Health filed a complaint against Chabot with the MDB in Amsterdam. 
The Inspectorate was dissatisfied with the outcome of the Chabot case in 
the criminal law proceedings. The Inspectorate’s complaint charged that 
Chabot had been professionally wrong in assisting Ms. D’s suicide before 
- at least - actually attempting certain treatment options. The MDB heard 
the testimony of the experts who acted in the earlier criminal law 
procedure as well as a “new” expert, who had not been involved with the 
case until that moment. The “new” expert, a professor of psychiatry, 
emphasized that in cases like that of Ms. D it was very difficult to 
distinguish between competent and incompetent decisions. Furthermore, 
he had a much more optimistic view of the possible results of the 
treatment options than did Chabot and the other experts. As it turned out, 
the MDB based its judgment (March 30, 1995) almost entirely on the 
testimony of the “new” expert. 

At the level of starting points the MDB agreed with the Supreme 
Court. However, with regard to the case itself, the MDB heavily criticized 
almost all of Chabot’s arguments and considerations: (a) it was not clear 
whether Ms. D’s condition was untreatable and unbearable, (b) her wish to 
die was unjustly labeled by Chabot as an autonomous decision, (c) Chabot 
should not have assisted her suicide before excluding the possibility of a 
treatable condition responsive to an actual psychiatric treatment, and (d) 
the experts consulted by Chabot should have examined Ms. D themselves. 
The MDB concluded that Chabot had not acted according to the accepted 
professional standards and reprimanded him. Chabot, disappointed in the 
decision of the MDB but tired of being the center of legal procedures, 
decided not to appeal the MDB’s decision. 

Like the earlier judgments in the Chabot case the decision of the MDB 
generated approval as well as criticism. The criticism was aimed primarily 
at the lack of arguments in the MDB’s decision. The decision does not 
make clear why, in its crucial holdings, the MDB prefered the opinions of 
the “new” expert over those of the renowned experts consulted by Chabot. 
The apparent discrepancies between the decisions of the criminal court 
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judges on the one hand and the MDB on the other have resulted in 
confusion. It seems that the MDB applies the generally accepted 
requirements for assisted suicide in a more restrictive way than do the 
criminal courts. Undoubtedly, the decision of the MDB will result in 
psychiatrists being more reluctant to go along with requests for assisted 
suicide made by patients with a psychiatric history or condition. 

After the Supreme Court rendered its decision in the Chabot case in 
June 1994, the government was asked by Parliament how this decision 
would affect its policies concerning legislation and prosecution. The 
government answered that the decision would not lead to a change or a 
modification of existing legislation. However, in September 1994 the 
government accommodated its prosecution policy to the rulings of the 
Supreme Court. The policy was revised and eleven of the fifteen pending 
prosecutions (some involving cases of mental suffering) were dropped.'" " 

Regional Court of Haarlem 1994: The Case of Mr. E 

The case of Mr. E involves a situation on the borderline of mental and 
physical suffering. The case was decided by the Regional Court of 
Haarlem on July 4, 1994, some weeks after the Supreme Court rendered its 
decision in the Chabot case. The decision of the regional court was clearly 
influenced by the Supreme Court’s statement that assistance in suicide is 
not allowed if the patient turns down a meaningful treatment option. Mr. 
E was a chronically depressed patient who had suffered several strokes 
resulting in a partial paralysis. Mr. E refused the antidepressive therapy 
proposed by his physician. Furthermore, Mr. E threatened to throw 
himself in front of a train if the physician would not assist him in suicide. 
The regional court took into consideration the pressure on the physician as 
a result of Mr. E’s threat but, nevertheless, convicted him. In the opinion 
of the court the physician had not acted with utmost carefulness. 
According to the court he had not sufficiently examined which treatment 
alternatives were available in this case. Before deciding to assist in 
suicide the physician should have required Mr. E to accept antidepressive 
treatment. The regional court concluded that Mr. E’s suffering had not yet 
been hopeless. The court did not accept the physician’s defense of 
necessity and found him guilty. 
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Regional Court of The Hague 1996: The Case of Mr. F 

The case of Mr. F is a rather peculiar one. In April 1 996 the Court of 
Appeals in Amsterdam convicted Mr. F of murder. His sentence was 8 
years of imprisonment, to be followed by a period of psychiatric treatment. 
Mr. F claimed he was innocent and asked the Supreme Court to overturn 
his conviction. In prison he attempted to kill himself several times, 
because being locked up even though innocent had brought him intolerable 
and hopeless mental suffering. Eventually he went to court and demanded 
that the government allow him to be assessed by an independent 
psychiatrist, in order to be able to request physician assisted suicide. Not 
being able to finance an independent psychiatric assessment, Mr. F felt 
that the government was obliged to pay his expenses. The President of the 
Regional Court of The Hague stated that although in case law physician 
assisted suicide involving mental suffering had been accepted, a person 
did not have a right to physician assisted suicide. The Regional Court 
pointed out that the circumstances of this case did not allow a physician to 
invoke the conflict-of-duties argument, implying that the criteria for 
justifiable physician assisted suicide had not been met. The court pointed 
out that Mr. F’s conviction was not final, because the Supreme Court had 
not yet decided on his appeal. Mr. F’s request was denied. 

Regional Court of ‘s-Hertogenbosch 1997: The Case of Ms. G 

The most recent case, involving Ms. G, was decided by the Regional Court 
of s-Hertogenbosch in July 1997. Ms. G had a more than 15 year history 
of anorexia nervosa. Several times in the period 1981-1994 she received 
psychiatric treatment, but for most of the time she was able to work. After 
losing her job in 1992 she had a serious relapse. In December 1992 she 
was admitted to a psychiatric hospital, having a severe depression with 
psychotic elements. She responded quite well to medication. In the spring 
of 1993 both Ms. G’s husband and mother had died. As a result Ms. G’s 
depression worsened. Towards the end of 1993 Ms. G requested physician 
assisted suicide. In December 1993 she wrote to her psychiatrist: 
“Physically and mentally I have reached the end. I feel myself completely 
exhausted and I do not have the will any more to keep on living. These 
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last months have been a hell for me and I doubt whether a continuation of 
treatment is useful. I ask you to assist me to end my life in a careful way 
as soon as possible.” 

Ms. G’s psychiatrist responded by making a new treatment proposal, 
made up of medication and psychotherapy. If Ms. G did not react to the 
treatment, her request for assisted suicide would be discussed again. Ms. 
G agreed to this proposal and was treated according to this so-called 
“depression protocol.” Her situation did not improve. Electro-convulsion- 
therapy was not indicated. In March 1994 the treatment team concluded 
that Ms. G was competent, that her wish to die was genuine and 
understandable and that all possible treatment options had been used, but 
without success. The treatment team consulted an expert in the field of 
depression and (assisted) suicide. 

The expert met with Ms. G and examined her medical records. He 
concluded that all requirements for justifiable assisted suicide appeared to 
have been met. Nevertheless, none of the psychiatrists of the hospital in 
which Ms. G was admitted was willing to actually assist with suicide. 
This created an impasse, in which a psychiatrist who was not working in 
the hospital agreed to take over the treatment of Ms. G, including the 
possibility of assisting with suicide. The psychiatrist thoroughly studied 
the case. In July 1994 he concluded that Ms. G had a very bad psychiatric 
prognosis, which was very unlikely to improve. All treatment had 
remained without success. Given Ms. G’s psychiatric history and the 
dramatic events in her personal life (the deaths of her husband and her 
mother) the psychiatrist stated that a continuation of life would only result 
in a continuation of severe suffering. Early in September 1994, Ms. G was 
discharged from the hospital. On September 20, 1994 the psychiatrist 
assisted Ms. G with suicide and she died. 

Because this was the first reported case after the Supreme Court’s 
decision of June 1994 the legal authorities decided to prosecute the 
psychiatrist. They wanted a court to answer the question whether the 
psychiatrist had acted “with the utmost carefulness.” Five national experts 
were consulted, three psychiatrists and two ethicists. Four of these five 
experts stated that in their view the psychiatrist had complied with the 
requirements for justifiable assisted suicide. One of these four, a 
psychiatrist, added that the defendant’s decision to assist with suicide and 
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the moment when it was realized came too soon, but in the final analysis 
he nevertheless agreed that the defendant had acted carefully. The fifth 
expert, also a psychiatrist, raised a number of discussion-points, not 
answering these, but declared that these discussion points did not 
necessarily lead to the conclusion that the defendant had acted negligently. 
On the basis of the facts of the case, the expert opinions and the special 
circumstances (the long-lasting and serious psychiatric illness of Ms. G, 
the failure of all realistic treatment options, and Ms. G’s determination to 
die because of intolerable suffering) the Regional Court accepted the 
defendant’s defense of necessity. According to the court he had acted with 
the required carefulness. In July 1997 the court acquitted the psychiatrist. 

Reports and Statements on Physician Assisted Suicide in Psychiatry 

If one looks at the different reports and statements published over the last 
decade, there is almost unanimous agreement that physician assisted 
suicide in psychiatry should remain exceptional, and that suicide attempts 
should always be approached first of all in terms of prevention and 
treatment. '5 ''' Also, those reports not completely excluding assisted suicide 
emphasize that the first responsibility of the profession is to respect and 
protect human life and to provide cure and care. But if this approach 
proves to be unsuccessful, would assisting a suicide ever be permitted? 
Although the statements are very cautious, most of the reports answer that 
question in the affirmative. We briefly mention the most important ones 
in chronological order. 

In 1986 the Dutch Health Council advised the government on suicide 
prevention. In the report, half of the advisory committee did not 
completely reject assisted suicide for persons experiencing only 
psychological or psychosocial suffering although they required that 
stringent conditions be met. 

In 1990, in reaction to the decision of the Central Medical Disciplinary 
board in the case of Mr. A, the Medical Inspectorate stated that assisted 
suicide should never be considered in psychiatry. In 1993, however, the 
Inspectorate changed its position: it no longer excluded the possibility that 
physician assisted suicide might be justified in exceptional circumstances. 
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In 1991, the Dutch Society for Voluntary Euthanasia issued an opinion 
on assisted suicide. That report did not deal with mentally ill patients in 
particular. However, it is significant for psychiatry in that the report 
claims that assisted suicide may still be justified when the patient has 
denied a meaningful treatment offer. 

Strong reservations concerning assisted suicide in psychiatry were 
expressed in the same year by the Remmelink Committee. Comments on 
the results of the national study on euthanasia and other decisions 
concerning the end of life published in 1991, the committee stated that the 
validity of the request of a mentally ill patient for assisted suicide would 
be extremely difficult to assess. But since this kind of medical decision 
would seldom occur, the committee did not develop policy 
recommendations on the issue. 

In 1992 the Dutch Psychiatric Association also took a position: it did 
not exclude assisted suicide in psychiatry because a mental disease would 
not always interfere with the patient’s decision-making capacity, but it 
cautioned that requests from psychiatric patients should be handled with 
extreme care. 

A basically similar position can be found in the report of a committee 
of the Royal Dutch Medical Association first published in 1993 and 
revised in 1997.'^ This report deals extensively with each of the five key 
issues we have identified, and we will come back to it when discussing 
these issues. 

Competence 

Can the request of a mentally ill patient for assisted suicide truly be free 
and well considered? Most commentators agree that, at least theoretically, 
some patients suffering mental illness may have the required competence. 
But from there the commentators disagree. According to some, it would 
be hardly possible, if not impossible, to establish in practice whether the 
patient’s wish to die were an independent expression of his will or rather 
part of his illness;'* others do not exclude that possibility, and the courts 
also take this latter position. 

The report of the Royal Dutch Medical Association deals with this 
problem in more detail. It discusses various criteria to assess competence. 
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With a view to the serious and irreversible consequences of the decision, 
in principle the strictest criterion should apply, i.e., the patient should have 
full capacity to make a rational decision. Some patients, in particular 
those with fluctuating symptomatology who alternatively go through 
relatively “good” and “bad” periods, may meet this standard. However, 
this criterion is likely to exclude patients with a serious permanent mental 
disease. If no treatment option remains, if the patient’s suffering is 
hopeless and intolerable, and if his wish to die is persistent, it would be 
sufficient, according to the report, that the patient is aware of his situation 
and understands the relevant information, especially the consequences of 
the decision. In other words, out of mercy, one may be satisfied with less 
than the highest level of certainty as to the validity of the patient’s 
decision. This position is obviously vulnerable to criticism, and indeed the 
report has been criticized on this point. 

The Nature of Suffering 

Should the source and nature of the patient’s suffering make any 
difference? According to the courts, the degree of suffering is decisive 
rather than the cause, reaffirming the position taken in most of the 
aforementioned reports and statements. According to the Royal Dutch 
Medical Association, what counts in the final analysis is the experience of 
suffering, rather than its nature (physical or psychological) and source 
(somatic or mental disease). Thus, is the concept of suffering no longer 
useful to limit assisted suicide to exceptional situations? According to the 
1993 report of the Medical Inspectorate, not necessarily; what remains 
crucial is the seriousness of the suffering, the fact that it completely 
dominates a person’s existence and leaves no room for other feelings and 
experiences. 

When questioned about this point by Parliament, the government had 
to admit the difficulty of objectively assessing which suffering can be 
considered unbearable. Nevertheless, although suffering would be first of 
all a matter of the patient’s subjective experience, according to the 
government the physician as well as the independent consultant who has to 
examine the patient still have a role to play - they must reasonably deem 
the patient’s situation to be intolerable. 
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The Existence of Treatment Options 

As we have seen, the Supreme Court rejects assisted suicide in cases of 
mental suffering if there is a realistic alternative to alleviate the suffering. 
This requirement is founded on the legal principle of subsidiarity. Almost 
all commentators agree that assisted suicide is not justified when the 
patient rejects a meaningful treatment offer.’’ The Royal Dutch Medical 
Association has defined a realistic treatment alternative as having three 
requirements: a reasonable chance of success; improvement must take 
place within the foreseeable future; the burden of treatment must not be 
extreme when compared with the benefit. In September 1994 the 
government adopted this definition as one of the yardsticks to be applied 
in the prosecution of assisted suicide cases. 

This prevailing view has been criticized from two conipletely different 
points of view. The Dutch Society on Voluntary Euthanasia rejects it as 
an unjustified limitation of the patient’s right to self-determination: the 
patient should be able to refuse any treatment offer without prejudicing the 
possibility of receiving assistance in suicide. The Euthanasia Society is 
the only organization to hold such an opinion. It would seem that there is 
more support for other positions, coming from the medical profession. 
These commentators say that one should be very cautious in predicting the 
success of a therapy, and that the state of the art in psychiatry, as well as 
the specific nature of this branch of medicine, warrants great modesty as to 
what health professionals may or may not achieve. Some go even further: 
the state of the art in psychiatric diagnosis and prognosis would simply not 
provide the level of certainty necessary to take an irreversible decision 
such as the one at stake.’* The precise contours of the requirement that no 
treatment options remain will have to be worked out in the future.’'’ 

The Responsibility of Physicians 

It is obvious that disagreement on the acceptability of assisted suicide 
implies different views on the responsibility of the psychiatrist vis-a-vis 
patients who want to end their lives. According to the report of the Royal 
Dutch Medical Association, the responsibility of the medical profession 
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cannot be denied. The expert knowledge of the medical specialist is 
needed to establish whether the request of the patient is the result of a 
mental disorder and to determine which, if any, treatment alternatives are 
still available. Furthermore, physicians have the authority to prescribe the 
necessary drugs; therefore, they are in a position to provide an alternative 
to a more violent suicide. However, the report explicitly states that this 
does not mean that a physician would never be obliged to provide 
assistance in suicide; it means only that the profession has to face the issue 
and that such assistance may be justified in exceptional circumstances. 

Others not only deny any medical responsibility that goes beyond 
treatment and care, they feel that leaving room for assisted suicide, be it 
only in exceptional cases, is at variance with good medicine. If 
psychiatrists do not radically exclude that opinion, they would 
inadvertently increase the number of requests and render negotiations with 
the patient more difficult. In a more personal attack, a fellow-psychiatrist 
stated that Chabot had not acted in accordance with the professional duties 
of a psychiatrist,2° and could even be said to have demonstrated a fatal 
form of professional naivete. According to that commentator, psychiatrists 
should never be prepared to provide assistance in suicide, primarily for a 
professional reason: only a resolute refusal to the patient’s request would 
pave the road to successful therapy. Other professionals have argued that 
this viewpoint unjustly denies the limited possibilities of psychiatric 
interventions. 

What If There Is No Disease or Illness? 

If one accepts that the profession has a certain responsibility, what would 
be its limits? What if there is no disease or illness and therefore no 
“patient”? We raise this question because the suffering of the patient in 
the Chabot case was also, if not primarily, related to the tragic events in 
her life. One can argue that if the condition of the patient cannot be 
treated in medical terms, medical responsibility would find its limits. To 
put the matter in legal terms: a doctor who is faced with suffering from a 
source other than a medical condition is not faced with the conflict of 
duties required by the courts, and therefore assisted suicide would not be 
justified. A similar response was given by the government when 
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interpolated by Parliament on the legal implications of the Chabot 
decision. 

So far, only the Dutch Society for Voluntary Euthanasia has gone 
further. Referring to the growing number of aged persons who look upon 
their lives as being completed and who are confronted with various 
infirmities and disabilities (or at least live in fear of a future state of 
impaired bodily functions or failing mental powers), the society proposed 
that physician assisted suicide be legalized and that physicians should not 
be punishable provided only that they act upon the free and well- 
considered request of the person concerned. It is not difficult, in our 
opinion, to find arguments against this proposal. Nevertheless, in some 
cases it may be very difficult to make a clear distinction between suffering 
arising from a medical condition and suffering caused by a personal life 
history or by what one could call the “human condition.” However, the 
Dutch courts are not very likely to move away from the physician-centered 
approach with regard to euthanasia and assisted suicide and accept cases in 
which the person involved does not have an illness or is not suffering at 
all. 

Concluding Remarks 

The legal acceptability of euthanasia and assisted suicide in the 
Netherlands is based on the recognition on a case-by-case basis of the 
physician’s defense of necessity. To have this defense accepted, the 
physician performing euthanasia or assisting with suicide must act 
according to the requirements developed in medical ethics. These 
requirements have been accepted and specified in case law. Due to its 
nature, application of the defense of necessity is not limited to cases in 
which the patient’s unbearable suffering is of a somatic origin. In actual 
practice, to make a distinction between somatic and nonsomatic suffering 
turns out to be very difficult, if not impossible. There are no sharp lines. 
Suffering itself almost always has a mental component. As Griffiths has 
pointed out,^! it is highly questionable whether the distinction between 
somatic and nonsomatic suffering can be made operational. 

There are now other jurisdictions in which euthanasia and assisted 
suicide debates have generated struggles with the same problem.^^ Seen 
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from that pont of view, it is not suprising that the Dutch courts, within the 
legal framework developed by the Dutch Supreme Court have accepted the 
physician’s defense of necessity in cases where the person’s suffering was 
of a nonsomatic nature. Nonetheless, in these cases the door is open only 
a very small crack. The court decisions in the Chabot case have 
recognized, while at the same time limiting, physician assisted suicide in 
psychiatry. In these decisions the requirements for physician assisted 
suicide in psychiatry have been tightened, especially the requirements 
concerning availability of treatment alternatives and consultation with an 
independent physician. The Dutch Supreme Court requires “the utmost 
carefulness” from physicians considering to go along with a request for 
assisted suicide in cases of mental suffering. Physician assisted suicide in 
psychiatry may be justifiable, but only in very exceptional cases. At the 
same time much disagreement remains. Some key questions have not yet 
been fully analyzed or answered. Whatever one may feel about the 
justification of physician assisted suicide in cases in which there is no 
hopeless somatic illness, obviously the issues we have discussed will give 
rise to much debate in the years to come. 

Have we been discussing a typical Dutch development that once more 
proves the Dutch are sliding down a slippery slope? As far as 
developments in other countries are concerned, it is becoming more and 
more apparent that medical decisions concerning the end of life take place 
outside the Netherlands as well.^^-^''’^’ Some foreign commentators strongly 
criticize these developments (for different reasons),^-^’-^* but at the same 
time tolerance of euthanasia or especially physician assisted suicide, even 
in cases in which the patients have no terminal illness, seems to be 
increasing.^'’.^".^' It is recognized that in very specific situations the 
physician’s prima facie duty to preserve life may be overridden. Miller 
and Brody argue that voluntary assistance in dying as a last resort is 
morally problematic but does not necessarily violate professional integrity. 
The Dutch situation has been developed in the context of specific cultural, 
legal and health care conditions.^^-^^ The legal arguments that have been 
successful in the Netherlands are unlikely to provide legal relief in other 
jurisdictions.^'* Nevertheless, the Dutch debate is no longer an isolated 
phenomenon. With regard to the slippery slope argument, it should first of 
all be noted that this argument calls for differentiation. Many 
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commentators tend to use this argument in much too simple a way as is 
illustrated by Burgess. Whether the frequency of the medical behavior 
these commentators criticize is higher in the Netherlands than abroad is 
questionable. A true risk is that this behavior goes underground, outside 
the reach of any control.^'’ It may very well be that to create a system in 
which openness and accountability are the main issues is the best method 
to prevent a slippery slope. 

With regard to physician assisted suicide in psychiatry, the Dutch 
situation seems not to support the slippery slope argument. The issue of 
physician assisted suicide has been highly publicized in the Netherlands, 
stimulating both discussion and control. The Chabot case has triggered a 
fundamental debate in Dutch society as to the limits of physician assisted 
suicide. Case law has resulted in a very restrictive policy, accentuating 
respect for human life and the protection of vulnerable patients, without 
excluding assisted suicide in psychiatry as a last resort in exceptional 
cases. 
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Chapter Four 



The Slippery Slope: Are The Dutch Sliding Down or Are They 
Clambering Up? 

John Griffiths 

Introduction: The Nature of the Claim 

The specter of a “slippery slope” from euthanasia in the Dutch sense of 
medical behavior that terminates life at the request of the person 
concerned (including assistance with suicide*) to a general disrespect for 
human life and human autonomy, ending in the wholesale slaughter of the 
impaired, the sick and the otherwise expensive or undesirable, is the 
biggest gun that foreign critics of Dutch policy bring to bear. Inevitably (or 
at least probably) and “logically” (or at least in fact) allowing euthanasia 
will lead to the legal acceptance (or to public acceptance, or at least to the 
actual practice) of forms of medical killing that are obviously wrong. What 
precisely the latter are and why they are so obviously wrong is, apart from 
ominous allusions to the Nazis or the like, not usually made clear and even 
more rarely actually argued. 

The slippery slope is itself a bit of a slippery customer, hard to pin 
down, usually more a bit of suggestive rhetoric than a serious argument. 
The way it generally is invoked in discussions makes it seem suspect, a 
last resort invoked by someone whose real concerns lie elsewhere but who 
fears his arguments against euthanasia itself may not be persuasive or who, 
for one reason or another, does not choose to make them. After all, if you 
have good reasons to think euthanasia is morally or otherwise wrong you 
do not need the slippery slope to bolster your argument. The only position 
in the debate that honestly depends on it is that of the person who has no 



Based largely on: Griffiths J, Bood A and Weyers H. Euthanasia and Law in The 
Netherlands, Amsterdam University Press/Michigan University Press, 1998 Detailed 
support for the assertions made here about Dutch law and practice are to be found in that 
book. 

* Throughout the remainder of this chapter, the term "euthanasia" includes assistance with 
suicide. 
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real objection to euthanasia but fears it will lead to practices to which he 
does object. The weaker the suggested link to repellent practices in the 
future, the less convincing it is to argue for the rejection of A when one's 
real objection is to B. 

The slippery slope argument is widely supposed to come in both a 
conceptual and an empirical version, but I think this is mistaken, at least in 
the case of euthanasia. The conceptual version holds that once one has 
accepted A, based on principle P, one is bound to accept B because it also 
follows from P. Since B is, it is assumed, obviously repellent, it follows 
that P is flawed and that A, which depends on it, must be rejected. In the 
case of euthanasia, the argument is two-pronged: (1) Euthanasia might be 
based on the principle of personal autonomy (Pi), but that principle would 
also require accepting termination of life at the request of the patient even 
if no terminal illness or suffering is involved; such practices are, it 
assumed, repellent; therefore Pi is flawed and euthanasia must be rejected 
too. (2) Euthanasia might be based on the principle of beneficence (P 2 ), but 
that principle would also require accepting termination of life to end 
suffering even when the patient has not requested such a thing; such a 
practice is, it assumed, repellent; therefore Pj is flawed and euthanasia 
must be rejected too. 

The conceptual version of the slippery slope argument, thus reduced to 
its essentials, seems almost childishly simplistic. It assumes a kind of 
primitive moral reasoning in which a given social practice is taken to be 
based on but one justifying and limiting principle. In fact, as H.L.A. Hart 
showed long ago for the practice of punishment,' a complex social practice 
always rests on and is delimited by a number of principles that are not 
entirely consistent, or at least not reducible to a single common 
denominator. In the case of punishment, it is social utility that justifies the 
practice, but the requirement of moral accountability limits its application. 

In the case of medical behavior that shortens life, most people, in 
making moral judgments, similarly treat various principles as relevant, and 
their specific positions on particular sorts of medical behavior that 
shortens life are based on a subtle balance. Dutch research^ shows that the 
Dutch public do not treat autonomy and beneficence as unidimensional 
alternatives but consider both principles relevant in their assessment of the 
acceptability of medical behavior that shortens life and come to different 
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conclusions for different cases. Since the justifiability of euthanasia is 
thought in the Netherlands to be based on both Pi and P2, accepting it does 
not commit a person to accept repellent practices allegedly implied by 
either one of those principles taken alone. 

In short, because of the complexity of moral reasoning, the conceptual 
version of the slippery slope is actually not conceptual at all but empirical: 
people will not be logically forced to go from A to B, they will in fact do 
so. 

Such a claim is usually just speculative and hence untestable. But in 
the Dutch case the predicted change is, according to many critics, already 
underway. If that is true, it implies that legal change of the relevant sort is 
responsible for repellent practices that are already taking place and that did 
not occur (to the same extent) before legalization of euthanasia or that do 
not occur (so frequently) in countries which have not legalized euthanasia. 
So formulated, the validity of the slippery slope argument can be 
determined by looking carefully at the evidence. 

I put off for the moment one critical element of the slippery slope 
argument, namely that the repellent practices that are supposedly bound to 
follow from legalization of euthanasia are actually repellent. In fact, I think 
the Dutch case makes plain that on the whole this is not the case. If I am 
right, then however strong the association between legalization and these 
other practices might be, the slippery slope argument loses all force 
because there is nothing to be feared from sliding down it. But first I want 
to look specifically at what the Dutch evidence tells us about the supposed 
factual association. Then I want to look more closely than the slippery 
slope critics do at what is actually going on in Dutch law. In that 
connection I will return to the question whether various medical practices 
that the Dutch are supposed to have slid into really are repellant at all and, 
if so, what it is that is repellent about them. 

Keown's Argument 

Let us take Keown's assertion that the Dutch are sliding down the slippery 
slope as an example, since unlike most other critics of Dutch practice he 
has taken the trouble to inform himself carefully about Dutch law and the 
results of Dutch research.^ Keown shows convincingly what has been more 
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extensively argued elsewhere/ that euthanasia cannot be effectively 
distinguished - either morally or in practice - from death intentionally 
caused by abstinence or pain relief He concludes from this that in the 
Netherlands there is far more medical behavior that intentionally* shortens 
life than suggested by Dutch data covering only euthanasia and 
termination of life without an explicit request, the two categories usually 
considered in this regard, and that much of this is non-voluntary in the 
sense that the patient did not explicitly request it. To this point, his 
argument can be considered painful for the Dutch, but it is otherwise a 
solid one. Our own conclusions in our book go rather farther than Keown. 

Having thus established that there is far more intentional termination 
of life in the Netherlands than is generally recognized, Keown turns to the 
question he thinks is critical: whether the Dutch experience confirms the 
fear of a “slippery slope” from legalization of euthanasia to non-voluntary 
termination of life. In order to make such a claim plausible, he would have 
to show that the total amount of non-voluntary termination of life has 
increased after legalization of euthanasia. If that appeared to be the case, 
he would then have to confront the difficult task of establishing a causal 
relationship between legalization of euthanasia and the increased 
frequency of non-voluntary termination of life, something that would 
probably require an international comparison which showed that such an 
increase had not taken place in other countries which had not legalized 
euthanasia. 

Keown in fact does no such thing. Citing the total of non-voluntary 
termination of life, as revealed by Dutch research, in itself proves nothing 
at all, since that total may well have been as high or higher before the 
legalization of euthanasia and it may be no higher or eve lower than in 



* Throughout this chapter I use “intend” - as does Keown - in the normal legal sense, in 
which an actor is taken to intend the natural and probable consequences of his act. For 
reasons set forth in our book, the “doctrine of double effect,” according to which a person 
can be said not to have “intended” a consequence of his behavior even though he expected 
it to occur, is morally incoherent and, since it rests on a subjective conception of intent, 
would make both legal control and empirical study (and hence, discussion based on 
empirical evidence) impossible. 
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other comparable countries. Keown's idea that the frequency of non- 
voluntary termination of life has increased in the Netherlands since partial 
legalization of euthanasia, and that his fears of a slippery slope are 
therefore borne out, thus appears to be quite unsupported by the evidence 
he addresses. Nevertheless, it might be true. Let us therefore ourselves 
look at what the Dutch data reveal on this score. 

The Dutch Data 

Non-voluntary termination of life consists of three categories of medical 
behavior of which the death of the patient is the intended consequence: (1) 
terminations of life without an explicit request; (2) pain relief (without an 
explicit request); (3) abstinence from interventions (without an explicit 
request). For the Netherlands, there are data concerning the frequencies of 
deaths due to these sorts of medical behavior for 1990 and 1995. As for 
other countries, there is no direct evidence with respect to years before 
1990, so assertions about a slippery slope beginning earlier than that 
cannot be based on more than mere speculation. 

The following table, taken from our book (table 5.2), gives the 
frequencies of the various sorts of medical behavior that shortens life in 
1990 and 1995. 
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Table 5.2: Estimates of frequencies of MBSL, 1990 and 1995 (percentages of all deaths). 







1990 




1995 




% 


N 


% 


N 


Euthanasia: 










- death on request 


1.8 


2300400 


2.4 


3200400 


- assistance with suicide 


0.3 




1.3 




Termination of life without an 
explicit request 


0.8 


1000 


1.7 


900 


Death due to pain relief 


17.5 


2.25e+13 


18.5 


2.51e+13 


- aeeepting risk 


14.0 




15.5 




- subsidiary intent 


3.5 




3 




Death due to abstinenee 


17.5 


2.25e+14 


20 


2.71e+13 


- aeeepting risk 


9 




7 




- explicit intent 


8.5 




13 




Total MBSL 


38 


48700 


42 


56700 


Total deaths in 
the Netherlands 


100 


128800 


100 


135500 


Source: Table received from prof, vander Maas and based on an integration of data from: van der Maas et 


al. 1991, 1992, 1996; Van der Wal et al. 1996; Van der Wal & van der Maas 


1996; CBS 1996. The table 


will appear in G. Van der Wal, Euthanasie in Nederland (forthcoming, Houten: Bohn, Stafleu & Van 


Loghum). 











(1) Termination of Life Without an Explicit Request. Contrary to the 
slippery slope claim, the frequency of this sort of medical behavior appears 
to be stable or declining. Between 1990 and 1995 there was a small but not 
statistically significant decline. 

This category is highly heterogeneous, including severely defective 
newborn babies, long-term coma patients, and persons who at some earlier 
time have expressed a general wish for euthanasia but who in the final 
stages of the process of dying are no longer capable of expressing their 
will. There is no evidence we know of that any of these different sorts of 
termination of life has become more frequent. 

(2) Pain Relief Without an Explicit Request. The rate of death due to 
pain relief whereby the doctor reports the “subsidiary intent” of hastening 
death declined slightly from 1990 to 1995. About half of this is without 
discussing the matter with the patient's request, but there is no indication 
of any increase in this percentage.^ 

(3) Abstinence Without an Explicit Request. The rate of death due to 
abstaining from interventions, with an explicit intent to bring about the 
death of the patient, has risen somewhat between 1990 and 1995. There 
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was reported in both years some discussion with the patient in over a third 
of these cases and a specific request in about a fifth. In short, if the Dutch 
data exhibit a slippery slope, death due to abstinence is where it is to be 
found. It seems, however, more likely that other developments, equally at 
work in other countries, are responsible. In particular, developments in 
medical technology have, by increasing the possibilities of life-support, 
also multiplied the occasions on which decisions have to be made to put a 
stop to it; this has gone hand in hand with developments in medical ethics 
(supported, sometimes most fervently, by opponents of euthanasia), in 
which doctors are with increasing insistence urged to refrain from futile 
medical treatment and let dying patients die. 

In the end, a reasonable observer would have to conclude, that there is 
no substantial evidence that the frequency of termination of life without an 
explicit request is higher in the Netherlands than it used to be; and if there 
has been any increase, it is probably the result of developments also taking 
place in other countries which have not legalized euthanasia. There seems 
to be no real basis for the assertion that the Dutch have already slid a bit 
down the slippery slope because there is little evidence that they have 
moved at all in the supposed direction, and no evidence at all that 
legalization of euthanasia was responsible for the slide. 

International Comparison 

Keown might alternatively have supported his claim of a “slippery slope” 
with an international comparison, seeking to show that it is the unique 
Dutch legalization of euthanasia which is responsible for the changes in 
medical practice he thinks have taken place. If such an international 
comparison showed a higher rate of non-voluntary termination of life in 
the Netherlands than in other, comparable, countries which have not 
legalized euthanasia, this would give some support both to the idea that 
there has been a real increase in such behavior in the Netherlands (even 
though the Dutch data do not clearly show this) and to the inference that 
legalization of euthanasia is the relevant causal factor. 

Although Keown does not in fact undertake such a comparison 
(except, implicitly, by singling the Dutch out as a supposedly “special” 
case), doing so would not have bolstered his argument. 
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The rate of physician-negotiated death at the request of the patient 
seems in other countries where the question has been studied to be roughly 
the same as the Dutch rate. Recent research in Australia and the United 
States, for example, has produced evidence of widespread, if hidden, 
euthanasia practice at rates roughly comparable those in the netherland.'^’’ 
Legalization of euthanasia apparently does not lead to an increase even in 
the rate of euthanasia itself 

As far as non-voluntary shortening of life is concerned, it seems there 
is nothing very unusual about the Dutch situation. “Physician-negotiated 
death,” estimated at about 70% of all deaths in the United States,* usually 
takes the form of abstinence and pain relief, and it seems likely that in 
many of these cases the patient is either not competent or not conscious.'* 
The Australian evidence is to the same effect, although the Australian rates 
of this sort of medical behavior are much higher than the Dutch ones.“* 

Even in the case of termination of life without an explicit request, the 
Australian research already referred to suggests there may be nothing 
particularly unusual about the Dutch rates."** 

None of the international evidence is very powerful. But to the extent 
relevant data are available, international comparisons give no support to 
the idea that the Dutch, unlike countries which have not legalized 
euthanasia, are sliding down a slippery slope to non-voluntary termination 
of life. On the contrary, where medical practice in other countries has been 
studied, both voluntary and non-voluntary termination of life seem to be 
widespread and rather common sorts of medical behavior. It would seem 
to be up to those who believe in the slippery slope to come up with some 
evidence. 



* According to a study which used the methodology of the Dutch studies and whose results 
are therefore direetly comparable, 24% of deaths in Australia are due to abstinence, with the 
explicit intention of hastening death; 6% of deaths are due to pain relief partly intended to 
hasten death -these are about double the eomparable Duteh figures. The proportion of these 
eases that are “non-voluntary” seems roughly comparable to the Dutch situation. 

** The Australian rate is 3.5% of all deaths, more than three times the Duteh rate. 
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The Character of Dutch Legal Developments 

There is a missing link in Keown's argument. As we have considered it so 
far, it seeks to connect legal change concerning one sort of behavior 
(legalization of euthanasia) with an increase of a different sort of behavior 
(non-voluntary termination of life). One would have expected one sort of 
legal change perhaps to be connected with another sort of legal change, or 
one sort of behavior with another sort of behavior (or maybe a complex 
chain from legalizationi to practicci to practice2 to legalizationj). 

And indeed, Keown claims not only that legalization of euthanasia has 
led to increased non-voluntary termination of life, he suggests that there is 
increasing legal “condonation” of such behavior in the Netherlands, by 
which he seems to mean a relaxation of legal control. This claim requires a 
more careful analysis of Dutch legal developments than Keown was in a 
position to give. 

As we show in our book, since the Dutch brought euthanasia out of the 
taboo sphere, they have steadily worked on defining ever more precisely 
the circumstances in which it is permissible and specifying the procedural 
“requirements of careful practice” that must be followed. The Dutch courts 
have produced an extensive case law dealing in ever more detail with the 
various problems that arise; these are the by-products of a substantial 
number of prosecutions and medical disciplinary cases. There is national 
legislation and rules, and specific institutional facilities for their 
enforcement. A number of professional associations - in particular the 
Medical Association, have produced position papers - guidelines and 
protocols (much of which has a quasi-legal status). There is a growing 
tendency for hospitals, nursing homes and the like to have internal policies 
and regulations on the subject. In short, there is much more legal control in 
the Netherlands than there used to be when, as elsewhere in the world, 
legal control began and ended with an unenforced and unenforceable 
criminal prohibition. Unless one confuses a flat prohibition with actual 
control, the Dutch have not been relaxing control that used to exist (and 
still does elsewhere) but creating new controls where before there was, in 
effect, anarchy. 

The Dutch have recently gone beyond euthanasia to tackle the problem 
of termination of life without an explicit request and here, too, a body of 
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legal rules is emerging covering in increasing detail medical behavior that 
shortens life in the case of newborn babies, coma patients, patients 

suffering from senile dementia, patients who are in the last throes of dying 

but who cannot express their wishes, etc. In all of these cases, non- 
voluntary termination of life is considered a last resort, acceptable if at all 

only in extraordinary circumstances and subject to exacting substantive 
and procedural restrictions. 

Control over abstinence and pain relief is less well developed. As far 
as abstinence is concerned, I have the impression that the United States 
may be somewhat ahead of the Netherlands in achieving a system of 
adequate control. But the problem is beginning to be taken seriously in the 
Netherlands, particularly by the medical profession itself 

Over the past fifteen years, the Dutch have erected an impressive 
edifice of legal control over medical behavior that shortens life, and taken 
as a whole there is nothing like it elsewhere in the world. For reasons 
developed in our book, the effectiveness of the control regimen currently 
used to enforce this legal edifice leaves much to be desired (which of 
course does not mean that doctors do not on the whole conform, but that if 
they do, this is for reasons other than legal enforcement). Here, too, the 
Dutch are looking for practical ways to increase the effectiveness of legal 
control. We argue in the book that without decriminalization of euthanasia 
and termination of life without an explicit request, and subjection of all 
medical behavior that shortens life to a comprehensive, non-criminal 
regimen of legal control, none of the measures currently being considered 
will be adequate to the task. But that is not the point here. The point is that 
however feeble legal control is in the Netherlands, it is vastly superior to 
that in countries which couple an absolute prohibition with an absolute 
lack of actual control. The Dutch are at least thinking seriously and 
debating vigorously about the effectiveness of their control regimen, even 
if they have not yet solved the problems. 

In short, if there is a slippery slope in the Netherlands at all, it is not 
one by which controls that formerly were in place and effective are being 
relaxed, but just the opposite. Those who invoke the hoary metaphor to 
criticize Dutch legal developments rely on local taboos in their own 
countries as if these described actual practice and contrast such a mythical 
situation with the actual empirical data that exist for the Netherlands. 
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Meanwhile, the Dutch are busy trying to take practical steps to bring a 
number of socially dangerous medical practices that exist everywhere 
under a regimen of effective control. They began with euthanasia and have 
moved on to medical behavior that shortens life in the case of dying 
patients who cannot express their will: severely defective newborn babies, 
coma patients, etc. They have even addressed in a tentative way the 
problem of patients whose suffering is due to a mental disorder. 

The Dutch still have a long way to go. But triumphantly pointing to the 
shortcomings of Dutch control, as if these in themselves are a sufficient 
argument against the whole tendency of Dutch legal development, stands 
the problem of control on its head. The appropriate Dutch response to this 
sort of criticism is not to deny the imperfections but to point out that 
conclusions concerning the ineffectiveness of current Dutch control apply 
a fortiori to the situation in countries where euthanasia is entirely taboo, 
and that working step by step toward effective control is surely better than 
denial. 

The slippery-slope argument, applied to the Dutch experience, thus 
seems in a paradoxical way to get the direction of legal development 
backwards. It assumes a tendency toward relaxing legal control over 
medical behavior, whereas what is really going on is a quite massive 
increase of control. Those who think Dutch legal developments amount to 
growing normlessness, a sort of medical Weimar Republic or “last days of 
the Roman Empire,” with ominous associations - have simply not looked 
carefully enough at what is going on. In fact, a whole new array of norms 
is coming into being to regulate behavior that hitherto was entirely 
unregulated. Medical practice in connection with death is being legally 
domesticated. 
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Chapter Five 



Teaching Euthanasia: The Integration of the Practice of 
Euthanasia into Grief, Death and Dying Curricula of 
Post-Graduate Family Medicine Training 



Gerrit K. Kimsma and B.J. van Duin 

The open practice of euthanasia in the Netherlands stood alone until the 
government of the Northern Territories in Australia accepted the possibi- 
lity of physician assisted-suicide. Even though the active ending of lives in 
the Netherlands is still a crime by law as we have seen, the current practice 
allows it and acquits physicians if certain conditions are met. Of the many 
facets of euthanasia, the teaching of this practice represents a further 
logical step. In this contribution we intend to describe the comprehensive 
teaching program about euthanasia, as it is taught at the Free University of 
Amsterdam's Post Graduate Family Medicine Program. Here students 
receive university based training for one day a week in groups of twelve 
and on-the-job-training for four days with individual family physicians for 
two consecutive years. We especially intend to portray the integration of 
euthanasia into the wider teaching of the process of counseling and aid of 
the dying. 

Introduction and Justification 

The practice of euthanasia in the Netherlands continues to draw attention 
from both supporters and opponents of life ending interventions in medi- 
cine.'"^ Nevertheless, we believe that describing the context and the con- 
tent of the program not only will be informative, but also useful, because it 
possibly can take away some misconceptions that seem to be unavoidably 
associated with discussing the subject.^ Our contribution is not presented 
for reasons of exportability'' or teaching, but for information. We do not 
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consider ourselves missionaries, even though we have a message on the 
mission of medicine at the end of life. That message is that medicine 
nowadays presents us not with natural pathology but with medically mani- 
pulated and treated people, whose terminal pathology often is a direct 
result and consequence of medical interventions. The nature of suffering 
of this particular group of patients often is “non-natural” and for us 
requires a new medical responsibility, though “natural” pathology in itself 
can be cause for unbelievable suffering.^ 

The central justification for euthanasia in the Netherlands is that a sick 
person who suffers unbearably without the possibility of a cure has a right 
to request a life ending measure such as euthanasia or physician assisted 
suicide, even though there is no duty on the part of a physician to fulfill 
the request.*^ In this chapter we concentrate on the issues of teaching, 
because other aspects are dealt with extensively in this book. 

Euthanasia as an Integral Part of Aiding and Counseling of Dying 
Patients 

From the start of the euthanasia debate in the Netherlands, one of the 
subjects of discussion between opponents and supporters has been the fear 
that euthanasia would become a substitute to proper care of the dying, 
leading to neglect and less than attainable medical quality of care. This 
still is one of the objections heard from American opponents. Our program 
at the Free University is imbedded in broader programs concerning aiding 
and counseling of terminally ill and dying patients. 

To be better understood we will describe some differences between the 
American and the Dutch practice of family medicine. 

In the Netherlands all members of society are entitled to medical care. 
Working people and their families qualify either as a benefit of having a 
job or can take out insurance on a voluntary basis; those on welfare or 
enjoying a pension qualify by paying very low premiums. As a 
consequence of universal coverage Dutch perinatal mortality is one of the 
lowest of the world. Life expectancy is one of the highest of the civilized 
countries in the Western world. 
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Family medicine in the Netherlands is a total “outpatient affair.” About 
40% of the Dutch physicians are general practitioners (GP’s). There is a 
sharp division between family medicine and hospital care: GP's have no 
hospital privileges. Family physicians act as gatekeepers to the hospital 
based physicians, while patients are referred back after hospital treatment 
into the care of the GP. Family medicine is oriented toward individuals as 
part of families or extended families as social units. In general families 
have one physician who takes care of their medical problems on a 
continuous basis for many years. He or she knows all the family 
members. 

Of a total of about 130,000 deaths per year, almost 50,000 people in 
the Netherlands die at home. They return home to die when there is no 
realistic expectation for improvement of their medical condition and 
further interventions only serve to prolong the process of dying. At home 
intravenous lines are hardly, if ever, used by family physicians once their 
patients are in the last stages of life. 

This central role of family physicians in primary care medicine, 
conceived as a “first line” and last resort of defense against disease, is one 
of the reasons why, except in larger cities, there has not been a need for a 
substantial hospice movement to aid dying patients. Nurses and physicians 
can take care of patients at home on a 24 hour basis. 

It should become clear also that euthanasia is a relatively rare and 
uncommon event for most physicians. One of the latest studies on the 
extent of euthanasia demonstrates a difference between the number of re- 
quests and the actual performance of this life ending intervention. The 
actual numbers of both are relatively low.’ In a representative study on 
euthanasia over the period between 1986 and 1989, 60% of the physicians 
in the Netherlands had one to five requests on average, meaning generally 
about once a year, while 25% were not confronted with a request at all; in 
general, each year more than 50% of physicians were not confronted with 
a request. There were rarely more than three requests in a year for any one 
GP. In the same period, 47% of the physicians did not perform euthanasia. 
Thus, over a time period of three years, only 47% practiced one to three 



cases. 
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To prevent euthanasia from becoming a substitute for quality care for 
the dying, we developed three programs for teaching euthanasia: processes 
of grief and loss in potentially lethal diseases, medical care and counseling 
the dying and their families, and euthanasia. 

Teaching Programs on Grief and Mourning 

The teaching program on grief and loss concentrates on three issues: 
theories of mourning, habits of mourning, and the physician’s role in 
facilitating mourning processes. The program attempts to integrate 
concepts of mourning, personal experiences and views of physicians-in- 
training, and the consequences of (failing processes of) grief and losses for 
further life and coping behavior. The teaching goals are aimed at attaining 
insight into psychological reactions to experiences of loss of all kinds, 
ranging from such losses such as: relationships, homes and jobs, and to 
health in all its forms. We concentrate both on acute and chronic diseases 
as life threatening events. Essentially the programs aim at analyzing perso- 
nal attitudes of physicians towards loss and grief, understanding patterns 
of behavior towards all kinds of losses, and the impact of loss on people 
and their lives. 

Physicians-in-training are asked to describe their own experiences of 
loss and their reactions, including later projections for their own life. 
Second, literature on grief and mourning is analyzed in detail. Third, 
emphasis is put on the importance for physicians to understand the impact 
of these processes in the emergence of disease and healing processes, 
leading to a role-description of professional approaches to grief Case 
histories of grief are analyzed and responses practiced with videotaped 
playback. 

Teaching Programs on Medical Care and Counseling of the Dying 

The teaching program on medical care and counseling of the dying has 
two goals: to bring about understanding of the dying process as a broader 
approach of medical management and to describe the medical aspects 
within this broader frame of management. A direct result of the worries 
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about the dangers of euthanasia as a substitute for quality care has been the 
development of a book by the Netherlands Physicians Union (which 
opposes euthanasia) and the Royal Dutch Medical Society (which supports 
euthanasia). This study concentrates in detail on the medical aspects of the 
care of the dying; for example, combating pain, nausea and other gastro- 
intestinal problems; loss of weight, decubitus, itching, edemas of various 
origins, and so on. Special attention is paid to adequate pain relief, since 
this is the basis of “comfort care.” There is a direct relationship between 
fear of death and fear of uncontrollable pain, and pain control often leads 
to a better acceptance of inevitable death. 

Teaching Program on Euthanasia 

The formal teaching goals for this part are: students must be capable of 
describing the several areas of medical decisions at the end of life with 
differences and epidemiology, they must know the conditions for assisted 
death, must know the practical parts of the act of euthanasia, the position 
of the Royal Dutch Medical Society and the State, and must be able to 
discuss their personal attitude towards a request for euthanasia. 

The teaching program on euthanasia consists of these modules: 
reflection on the student's own attitude towards euthanasia, counseling 
patients requesting euthanasia, learning the “conditions” and the legal 
regulations over performing euthanasia, learning how to perform 
euthanasia in a proper way, and case histories. 

Because the student's attitude on euthanasia determines the manner of 
dealing with the interconnected questions, emphasis is placed here. 
Students are stimulated to discuss in small groups the issue of euthanasia. 
They are asked to focus on experiences of death and dying in their private 
lives. Did they ever experience euthanasia within the immediate circle of 
their family or friends? If so, what did they feel and how did these 
experiences shape their lives? Next the emphasis is placed on imagining 
the end of their own lives. Could they themselves imagine asking for 
euthanasia? If so, under what kind of circumstances? What kind of 
suffering would they regard as unbearable? 
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When they have exchanged their ideas and attitudes about these issues, 
students are asked to reflect on situations in which patients request 
euthanasia. Could they imagine themselves performing euthanasia? If so, 
what conditions would have to be fulfilled? 

Students are stimulated to discuss differences in attitudes towards 
euthanasia within their own group and are asked to defend or object based 
on the moral condition that euthanasia is a matter of conscience. Students 
who can see themselves performing euthanasia are asked to give their 
justifications; those who oppose are asked to clarify whether they can see 
themselves referring patients to other physicians who are willing to go 
along with a request. Literature both supporting and opposing the official 
Royal Dutch Medical Society's and the Government's position on eutha- 
nasia is provided.*''* 

In the part of the program based on counseling a patient who has made 
a euthanasia request, emphasis is placed on the need for analysis and 
discussion to uncover thoughts, fears and feelings. Often fears and 
anxieties of long term suffering and uncontrollable pain are behind those 
requests. Clarifying the view that physicians often can control suffering 
and pain many times leads to relief of anxiety and greater acceptance of 
the approaching end. It may even lead to withdrawal of the request itself 

Students are taught to talk with patients about the reasons for their 
requests, in addition to a discussion on the practical aspects of euthanasia 
if patients insist on the active ending of their life. These practical aspects 
concern the legal conditions, how euthanasia can be performed, and the 
events after the act. These aspects are being discussed extensively and 
frequently, specifically also with the family, to make sure that any 
hesitation on the part of patients is noticed and leads to a natural end of 
life. Special emphasis, through study of literature, is placed on the 
meaning of euthanasia for the families after the act.“ 

In the part of the program that teaches the conditions for euthanasia, 
students are acquainted with demands issued by the Royal Dutch Medical 
Association along with the Department of Justice that set up the form and 
contents of a mandatory report which the physician must produce for the 
Coroner.” 
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These rules have gained legal status since their inclusion into the 
procedures following the acceptance of the addition to the Burial Act, 
retroactive since June 1994. Students are also made familiar with the 
pharmacological aspects of euthanasia, based on a brochure issued by the 
Royal College of Pharmacy about euthanasia. They are made familiar 
with the ethics of euthanasia, connecting the way patients want to die with 
the means that are adequate to reach that goal.'^ They learn about the 
drugs to be chosen, possible forms of administrating these drugs and 
precautions that must be taken. The goal of this section is to teach students 
to perform euthanasia in ways that are in conformity with the patient's 
wishes and add as little grief as possible to the family's mourning. 

In the cases section students are confronted with case-histories of 
patients asking for euthanasia. The cases are presented through a “step-by- 
step” method in which each step is followed by suggestions for handling 
the situation. The case-histories are presented in such a way, that the 
dilemmas and pitfalls become clear. These dilemmas are, for example: 
accepting a request without further clarification and reflection, working 
with a patient who exerts undue pressure, or conflicts within families. 

Part of the program includes role playing certain situations, especially 
the issues of dealing with patients during the phase of the request and the 
necessary certainty that requests are durable and persistent. 

During their post-graduate training the students will not be performing 
euthanasia themselves, for that is, if necessary, the duty of the general 
practitioner in whose practice they function as students. We inform these 
supervising general practitioners about our program at the Institute and ask 
them to discuss with the students the practice of dealing with demands for 
euthanasia. 

In our opinion, the described teaching program provides the students 
with adequate preparation for a careful and professional handling of the 
demands for euthanasia they will meet when they will be independent and 
self-reliant family physicians. This training enables them to clarify their 
attitude, knowledge and skills about this difficult, painful and irrevocable 
action. The formal teaching at the university combined with the day-to-day 
learning in the practices where they work are adequate preparations for 
functioning independently in their later professional careers. 
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The experienees of this program, in the five or six years of its 
ineeption, have been evaluated and are without a doubt positive. The 
students appreciate the thoroughness of the program and its position 
within a larger frame of teaching on grief and loss and its integrity. 

A special emphasis is put on the need for young physicians to develop 
their own experience through paying attention to their emotions, the 
limitations of their professional experience and the need to seek guidance 
and support from colleagues throughout a process of helping someone to 
die, irrespective of the final outcome through natural death or physician 
assistance. 

During these past years more attention is payed also to the position of 
colleagues opposing euthanasia and physician assisted suicide. Eased on 
ideas that trust in the profession is an important social quality and that the 
interests of patients and their choices must be respected, consequences for 
referral and intercollegial relations are dealt with in detail. 

Conclusion 

In this contribution we described the content of a teaching program on 
euthanasia within the larger frame of the mission of medicine in the case 
of terminal patients, and programs on grief and coping with terminal 
disease. The aim of our contribution is to inform and in the process 
possibly to take away misconceptions about frequency and intentions 
associated with euthanasia in the Netherlands. 
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Chapter Six 



Comparing Two Euthanasia Protocols: The Free 

University of Amsterdam Academic Hospital and the 
Medical Center of Alkmaar 

Gerrit K. Kimsma and Evert van Leeuwen 

Hospital ethics committees in the Netherlands have had the unique 
responsibility of developing euthanasia policies for their institutions. 
Although each policy necessarily reflects a particular facility, family 
resemblances necessarily remain. Because ethics committees outside the 
Netherlands may soon face the same challenge, two such policies are 
presented here, accompanied by commentary highlighting their similarities 
and differences. 

Introduction 

Following is a comparison of two protocols on euthanasia with respect to 
form and content. Form issues are the conditions, the guidelines, and the 
aspect of reporting. Material issues are those of responsibility, authorship, 
issues of involvement of persons other than patients, and physicians. 
There are some striking similarities and differences that may be a 
reflection of the hospitals involved, especially where cooperation and 
division of labor and responsibilities between nurses and physicians are 
concerned. For a culture where euthanasia is hotly debated and not yet 
allowed it is striking that a hospital with decidedly Christian orientation 
recognizes euthanasia as an option within the framework of the Christian 
Gospel. 

The Netherlands is the only country in the world that for several years 
has had a policy of permitting euthanasia and physician assisted suicide if 
certain conditions are met, in spite of its legal status as a crime. As the 
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debates on physician-aided death intensify in other countries, some insight 
as to the integration of the act of euthanasia within institutions in the 
Netherlands may be enlightening. For this reason, we have chosen to 
compare two protocols, one from an academic university hospital with a 
Christian orientation and the other from a large regional general hospital in 
the city ofAlkmaar. 

Formal Aspects 

Both protocols date back to the end of the 1980s. The Medical Center of 
Alkmaar (MCA) protocol dates back to June, 1989. The introductory 
letter of the protocol to the Academic Hospital of the Free University 
(AZVU) carries the date of February, 1988. The letter of address, a letter 
to the coworkers in the hospital, was sent in March, 1988 and a letter to 
the nursing staff was sent in March, 1 990. 

This AZVU protocol consists of two letters and two sets of guidelines, 
one for physicians and one for the nursing staff. The MCA protocol is 
more regulatory: a unified set of protocols, guidelines for physicians and 
nurses, and forms of memory sheet for items to hold for consideration. 
Even though both protocols were produced by the ethics committees of the 
respective hospitals, the protocol of the AZVU contains more narrative, 
reflecting more of the ongoing debate within the hospital. The AZVU 
protocol also describes the historical process and places the emergence of 
euthanasia squarely within the development of modem medicine. 
Especially noteworthy is the religious orientation brought to euthanasia: 
euthanasia is seen to conform with the Gospel-derived assignment to help 
the sick and the suffering. 

Both protocols define the conditions mandatory for euthanasia to 
proceed: a durable, repeatedly expressed request from a patient without 
hope of recovery who experiences the suffering as unbearable. 

Material Aspects 

Both protocols restrict the performance of euthanasia to physicians. 
Although this restriction may not seem surprising at first glance, an 
international readership will find considerable paradox and room for 
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discussion. In the Netherlands the “official” position formulated by health 
lawyers and legalists has been that euthanasia and physician assisted 
suicide are “not normal medicine practice”; they are, in principle, criminal 
acts that have been delegated, under certain conditions, to the medical 
profession, reserving the right of conscientious objectors not to participate. 
Point Ilia of the MCA protocol refers to a “signaling of the request for 
assistance,” meaning a request for medical help. 

The paradox seems to be that either euthanasia is illegal and accepted 
under certain conditions, irrespective of the profession of the person 
performing the act, with an underpinning of the conditions, or euthanasia 
is an act within the medical relationship that is, more than in any other 
profession, a physician’s affair. In this regard point IV.3 of the MCA 
protocol states that “the administration of euthanasia is an act that cannot 
be delegated. ” 

The impediment to accepting the latter position, that euthanasia is 
solely a “physician’s affair,” seems to reside in the issues of freedom of 
conscience and the potential loss of social control outside the medical 
professional daily activities. Interestingly enough, in comparing the 
potential import of euthanasia within the United States to the Dutch 
reality, the existence of a strong relationship of long duration between 
physicians and patients, especially in family medicine, has been stated as a 
beneficial condition within Dutch society that somehow is absent in 
America. 

Both protocols forbid declaration of natural death in cases of 
euthanasia, upholding the law within the institution. On this point both 
protocols distance themselves from the fact that about half of all cases of 
euthanasia are not reported. As institutions formulating institutional 
guidelines, there is no room for individual deviation from the official 
position that reporting is mandatory. 

Collegial Consultation 

The AZVU protocol puts requirements for statements on collegial 
consultation within a framework of department hierarchy, that is, a 
specialist needs the approval of a colleague higher in the hierarchy, 
possibly reflecting the hierarchy of academic culture. If the attending 
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physician is the departmental head, a consultation from a specialist of 
another (not hierarchically connected) department is necessary to procure 
an independent judgment. The MCA protocol, from a general regional 
hospital, exudes a different non-hierarchical atmosphere in statement. At 
least a colleague must be consulted on all aspects, but other caretakers may 
be involved. And by choice for reasons of privacy, or a need to limit the 
number of people involved, then also the nurse who takes care of the 
patient on a daily basis should be involved. 

It is possible to delve into the similarities and differences on a wider 
scale, but to avoid overwhelming details and losing the essential point, we 
limit ourselves to these issues. Our aim in this presentation is to 

demonstrate that working protocols on the acts of euthanasia and physician 
assisted suicide are realistic and more than a remote possibility. 

Declaration of the Executive Council, Board of Directors, and 
Management of the Free University Concerning Euthanasia 

A. Introduction 

1. Euthanasia, not in the least, is the result of developments in the 
area of modem medicine, especially within the domain of an 
(academic) hospital. In addition, euthanasia has become a 
contemporary problem that, to a greater or lesser degree, touches a 
number of health professionals of the Free University Hospital. 
This fact has become apparent from discussions and the euthanasia 
policy paper published in the January 1995 issue of the institution’s 
in-house publication. Being Informed. 

2. There are aspects of this problem that reach beyond medicine, and 
because of their complexity, require continuous reflection, 
especially concerning the apparent expansion of the problem’s 
boundaries. 

3. This reflection on euthanasia within the Free University Hospital 
cannot be separated from the Institution’s Christian orientation, 
which means that all activities are to be seen within the guiding 
light of the Gospel of Jesus Christ and the service of God and His 
world. 
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4. Even though there appears to be a conflict between performing 
euthanasia and at least the literal interpretation of the law as stated 
in the penal code (article 293), nevertheless we are convinced that 
the application of what we consider euthanasia in some cases must 
be seen as conforming with the Gospel’s direction to provide sick 
and suffering persons the best possible care. The position of a 
person not sharing this view will be respected. 

The following describes the administrative sphere of action regarding 
euthanasia decisions concerning adult patients in the Free University 
Hospital. 

B. Definition: 

By euthanasia we understand those actions that are intended to end the life 
of a fellow human being in the interest of and at his or her explicit and 
serious request, and following his or her desire to shorten his life in a 
gentle manner. 

C. Policy and Procedures 

1. At the Free University Hospital there is room for euthanasia within 
the framework of careful and precise aid in the case of hopeless 
and unbearable suffering for someone who has an enduring desire 
to die. 

2. Careful and precise aid requires that the person who requests help 
must repeatedly express an explicit and serious desire to end life on 
a voluntary and well-considered basis. This means one may never 
decide to initiate euthanasia in the case of someone who suffers 
unbearably and without hope, but who has not requested 
euthanasia. 

3. Coworkers should not be involved in euthanasia against their will. 

4. The decision to euthanize will be taken by the attending physician 
after he is satisfied that the above described is applicable and after 
he has: 

a. received the head of department’s advice to proceed, and 
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b. received an independent assessment regarding the patient’s 
request for euthanasia from another consulting specialist who 
can form an independent opinion. 

5. If the head of the department is also the attending physician, then 
she may make the decision to euthanize only after receiving the 
advice to proceed from a consulting specialist from a different 
department who has formed an independent opinion. 

6. If there is a difference of opinion between the specialist and the 
head of the department, each of them should try to reach a solution 
by following the code of behavior as formulated in the medical 
ethics regulations legally sanctioned by the heads of department, 
dated December 1985. 

7. The attending physician must maintain careful deliberation with 
the involved residents, nurses, or other caretakers, as well as with 
the family physician. With the patient’s full consent, the attending 
physician will also carefully discuss the decision with the next of 
kin, for example, the family of the patient. Only the patient’s 
opinion is of essential importance. 

8. The specialists mentioned in C4 and C5 must not share familial 
relations with each other or with the patient. 

9. No one other than the attending physician is qualified to perform 
the act of euthanasia, with the exception of a resident who, having 
been involved with the patient’s treatment and decision-making, 
acts with the consent of the attending physician and under his or 
her direct supervision. 

10. The attending physician follows the code of behavior as described 
in Appendix I. 

11. The attending physician reports the act of euthanasia to the 
manager of patient care, education and research. 

Submitted for the Board and Chief Executive Officer from the Chief of 

Patient Care 

Euthanasia Code of Behavior: Appendix I 

1 . Signing a declaration of natural death document for a patient who died 

through euthanasia is a false description and is punishable as a crime. 
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2. If a physician reports that he performed euthanasia, the legal 
authorities will check to ascertain if in his medical care he has 
exercised the required care and precision. The following should be 
considered as conditions for prudent medical treatment: 

a. a diagnosis that is established according to the art of medicine, 
with the additional requirement of being based on findings during 
the current investigation, apparent from an adequate description of 
the investigation itself and the x-ray, laboratory, and other results, 
including the results of pathohistological investigations; 

b. a clear description of the course of the disease; 

c. the physician has informed the patient about the expected course as 
well as possibilities to influence that course, especially including 
the treatments that can lead to alleviation of suffering; 

d. the physician has come to an agreement with the patient and the 
next of kin, unless the patient has objections to the process of 
informing them, that the patient has voluntarily and after careful 
consideration expressed a desire to end life; 

e. if the patient is no longer capable of expressing a will to end his or 
her life as previously stated in a written advance directive, then this 
directive, if not older than five years, may be accepted as the 
expressed will of the patient as long as the physician is convinced 
that the declaration was voluntary made after careful consideration; 

f the physician records the actual course of events in a written 
statement in which at least the following are included: 

- the facts and circumstances met in a. through e.; 

- the feelings of the patient’s next of kin concerning the request to 
end life and to end the process of extending care; 

- if no discussion with the next of kin has taken place, the reasons 
why none took place should be made clear, and 

- the name(s) and evaluations of the other consulting physicians are 
listed. 

These proceedings must be retained for 5 years and if requested 
must be made available to the prosecution. 

3. As a rule the body must be autopsied. For this reason, the family’s 
consent must be sought and they must be advised that funeral 
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arrangements will depend on the release of the corpse by the legal 

authorities. 

4. The municipal coroner must be informed when euthanasia takes place. 

Until advised by the legal authorities, nothing may be done with the 

corpse. 

Some Concepts 

In addition to the above, certain clarifying concepts should be added to 
address the question as to whether or not euthanasia has occurred. 

1. Active euthanasia is a term that was formerly in use denoting the 
application of agents with the goal and result of ending or shortening a 
fellow human being’s life in a gentle manner upon an explicit and serious 
request. Currently, the above described action is limited to the term 
euthanasia. 

2. Passive euthanasia is a term sometimes still used to denote 
withdrawing or withholding medical treatment that will shorten the life of 
a fellow human being at his explicit request. Also understood in this 
concept is the cessation of life prolonging treatment. Declarations of 
natural death are appropriate under these conditions. However, one needs 
to be aware of the fact that as much care is required in these cases as in 
active euthanasia. Checking of passive euthanasia must be counted as 
belonging to the area of professional medical sanctions. According to the 
current definition of euthanasia, passive euthanasia is an outdated term and 
indicates a contradiction. 

3. Pointless medical treatments are treatments that in medical 
judgments are neither adequate nor effective, and should therefore be 
terminated. Stopping medically pointless (futile) treatment does not fall 
into the category of euthanasia. If the cessation of medically pointless 
treatment leads to shortening or ending of life, then declaration of natural 
death may be submitted. 

4. In the patient’s best interest is defined within the definition of 
euthanasia as understood that in the best interest of the patient actions are 
taken in a gentle manner that are intended to end the life of a fellow 
human being in response to an explicit and serious desire. With the 
addition of best interest we mean that the interest of the patient who 
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requests euthanasia will be protected. The intention of euthanasia is to 
serve the patient’s higher interest of alleviating suffering. The patient’s 
request must be voluntary and well considered. The interest of the 
patient’s family may never be paramount in accepting the request. If a 
patient, for example, expresses a request because he or she wants no 
longer to be a burden on the family, or because he or she feels compelled 
due to pressure exerted on him by others, then according to this definition 
the decision to proceed with euthanasia is not in the interest of the patient; 
and that euthanasia request should not be honored. 

Addendum : Addressing the Issue of Performing Euthanasia in the 

Case of Minors, Especially Seriously Compromised Neonates 

The Board of Directors and the administration are of the opinion that in 
principle there is room in the Free University Hospital to decide about this 
issue. In the Netherlands, points of view in this area have not been 
developed to the extent that rules can be established in the Free University 
Hospital. In the past in our hospital there have been cases in which 
decisions have been made regarding euthanasia for minors that have been 
checked afterward by the legal authorities. In these cases the legal 
authorities decided not to prosecute as long as no further elaboration is 
made by the Board of Directors and administration concerning ending the 
lives of seriously compromised neonates and other minors; the code of 
conduct dealing with euthanasia and adult patients will be followed. 

This code of conduct maintains that euthanasia decisions must be 
made and performed by physicians according to the guidelines of the chief 
of the medical department. A declaration of natural death may not be 
submitted. Procedures and criteria for evaluation by the legal authorities 
and the process that takes place afterward have been described in the 
Appendix of this announcement. In this case the request of the parents and 
the repeated discussions about this must appear in the documentation. The 
legal authorities’ option inquiry will also extend to the parents. In the past 
in these cases, the health inspector has initiated his own inquiry. To the 
degree that a minor is capable of coming to an independent decision, this 
will play a progressively important role in the process of decision making. 
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The complicated situation in these cases demands careful negotiation and 

discussion among all persons involved. 

Euthanasia Protocol: Medical Center of Alkmaar 

I. Aim of the Protocol: The intention of this protocol is to function as a 
guide and provide a short overview to physicians and nurses who are 
involved in euthanasia regarding the state of the art and current matters 
of jurisprudence. Euthanasia is understood to mean actions with the 
intent to end the life of another person upon his or her explicit request. 
This protocol applies to incurably ill patients with unbearable 
suffering, and is not intended for children, the mentally retarded, or 
patients with only psychiatric complaints. It is the intention of the 
medical ethics committees to develop guidelines for some of these 
categories in the future. 

II. Details of Protocol 

1. The disease history and the decision making procedure need to be 
documented explicitly and extensively. 

2. The request for euthanasia must come from the patient himself or 
herself and must be well considered, voluntary, expressed 
repeatedly over time, and as permanent as possible, such as in 
written form or by dictation. 

3. There must be continuing, incurable physical suffering that the 
patient experiences as unbearable. 

4. The diagnosis as well as prognosis of the disease picture must be 
agreed upon. 

5. The physician needs to be convinced that the patient has good 
insight into the situation and that the patient is capable of making 
and/or has made a balanced choice. 

6. It needs to be established that there is no reasonable solution to 
improve the patient’s situation. 

7. The decision to seek help by euthanasia will be taken by the 
attending physician. The physician calls upon the participation of 
the nursing chief of staff, or in specific cases his or her replacement 
who in turn interacts with the nurses who are directly responsible 
for caring for the patient. The physician consults with at least one 
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other independent physician expert. The physician may deliberate 
with the family physician of the patient about the intended 
euthanasia. The current attending physician will ensure that he or 
she receives the consultant’s opinion and will add this to the 
commentary in the patient’s medical chart. 

8. Euthanasia must be carried out in a medically technically 
responsible way by the attending physician. Euthanasia may never 
be performed by a nurse. 

9. In cases where euthanasia has been performed, no statement of 
natural death is authorized. 

10. When a care giver has objections in principle to euthanasia, he or 
she will inform the patient as early as possible and will then assist 
the patient in seeking another care giver. The attending physician 
will provide the local coroner all the documentation in connection 
with the euthanasia. 

III. Reporting Euthanasia: the attending physician must report the 
euthanasia directly to the municipal coroner who in turn will contact 
the police. The latter will visit the hospital together with the coroner. 

Guidelines 

I. What Is Euthanasia? By euthanasia we understand the medical act to 
end the life of another person who explicitly requests euthanasia. 
Euthanasia results in the nonnatural death of the patient and involves 
actions of which death is the intent and the consequence. Stopping 
treatment in other cases as in l.c. is understood to be part of this 
definition because stopping treatment must be considered a kind of 
treatment also. Even though the care giver might experience a 
difference psychologically between actively initiating death or 

passively withdrawing or withholding certain treatments, from an 
ethical or legal point of view no objective relevant differences exist. 
What is involved is action based on the specific request of the patient. 
In cases where a life is ended in the absence of a request by the patient, 
from a legal perspective this is a matter of homicide and not 
euthanasia. 
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II. What is Not Euthanasia? There are other treatments that may result in 
the death of a patient, but those are not euthanasia. These involve: 

1. Withholding or withdrawing treatment that is medically futile: In 
situations of this kind, based on medical criteria, the decision is 
made to withhold or withdraw treatment even though it is 
medically, technically possible to keep someone alive without an 
improvement in the patient’s condition. 

2. Alleviating pain and suffering (pain treatment): Alleviating pain 
and suffering is not considered euthanasia when the intent of the 
treatment was not to bring about the patient’s death, even when 
death results. However, alleviating pain and suffering can be 
euthanasia if the direct intent of the treatment is to end the patient’s 
life. 

3. Patient’s refusal of medically indicated treatment: A patient who 
is capable of expressing her will is justified in determining her own 
situation. For that reason, she can refuse treatment or request that 
treatment be withdrawn, even if by so doing, death may result. The 
care giver in such cases must not act against the will of the patient. 

III. Requirements of Precision: All the following requirements of 

precision must be fulfilled before the request for euthanasia is 
accepted. 

1. Voluntariness: It must be established that the request for 

euthanasia is founded on the expressed free will of the person 
involved and not under duress from others. Of major importance, 
in any case, is that the physician speaks with the patient alone to 
verify the voluntary nature of the request. It is preferable to have a 
recently signed and dated statement by the patient in which the 
request for active ending of life is established. This declaration can 
be helpful in establishing the voluntariness. Care should be taken 
to guard against the request for euthanasia being essentially 
founded on problems other than the desire to end life, for example 
the feeling of being a burden in relation to family or care givers, or 
fear of pain, or dehumanization and loneliness. A request on such 
illegitimate grounds must be a primary reason for negotiating with 
a patient in order to consider alternative solutions. It must never be 
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the case to grant a request for euthanasia based on problems that 
can be resolved in a different way. 

2. Well-considered request: The patient must be able to express a 
well-considered request and must have been well informed of the 
situation. Thus, there must be a concrete expectation of death. He 
or she must above all have been able to weigh alternatives. There 
should be no other solutions to alleviate the suffering. 

Of great importance is the written documentation of the whole 
procedure in the patient’s chart, making clear that the patient has 
repeatedly requested actively ending life. 

3. Continuing desire for death: The patient must have a continuing 
wish to end his or her life. Requests that have been made on a 
whim or are based on temporary depression cannot be granted. 

4. Unacceptable suffering: The patient must experience suffering as 
enduring, unbearable, and without hope. These criteria always 
pertain to an essentially subjective element; therefore, based on 
extensive and repeated discussions with the patient, the physician 
- with an eye for the personality, intelligence, life history, and life 
view of the patient - must come to a reasonable judgment that the 
suffering is considered unbearable. 

In recent jurisprudence, consideration is given as to whether it can be 
foreseen that the patient may soon no longer be able to die in a dignified 
manner, or, if so, to what extent according to medical insight a continuing 
deterioration of the person and/or the worsening of an already experienced 
unbearable suffering must be treated, and/or to what extent there are still 
possibilities to alleviate the suffering. 

5. Collegial consultation: The physician must consult with at least 
one other colleague about the patient’s request. Basic consultation 
can include the request itself and compliance with the other 
requirements of precision as they pertain to the medical/technical 
and pharmacological side of the case. Care givers such as the 
nurse, family physician, spiritual counselor, and psychologist can 
also be involved in a consulting or informing role, recognizing that 
for reasons of privacy no more persons than are strictly necessary 
should be involved in a euthanasia case. Specifically the nurse 
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who takes care of the patient from day to day shall be involved in 
the process. 

IV. Euthanasia in Practice 

1. Signaling the request for help: The patient’s initial request for 
euthanasia will not always be directed to the physician, but 
sometimes to the nursing staff. Often the family is present when a 
request for euthanasia is expressed and this request will be relayed 
by the family. The desire to die or the request for euthanasia, 
however, must always be initiated by the patient. A nurse who is 
made aware of the request through the patient’s family must check 
to determine to what extent the family speaks on behalf of the 
patient. Only if it can be verified that the desire for euthanasia is 
voluntary should discussions with the patient and family regarding 
ending a life be continued. When a nurse is informed about a 
request for euthanasia first he or she will, after receiving the 
patient’s consent, bring this request to the patient’s physician for 
discussion. If a physician is the first to be confronted with a 
request for help, the physician will, as a starting point, discuss this 
request with the nurse, if the nurse is directly involved in the 
patient’s care. To provide optimal care, it is necessary for the 
nurse to be informed of the patient’s request to end his or her life. 

2. Process for decision making: The goal of the decision-making 
procedure is to analyze the request for help in order to ensure a 
well-considered decision. It is desirable that the nurse directly 
involved in taking care of a patient who requests euthanasia 
participates in the process of decision making because through 
daily involvement and specific expertise he or she can contribute to 
the careful process of decision making. This is a matter of 
conscious choice for cooperation between physician and nurse. In 
this area it is of major importance that both the physician and the 
nurse can guarantee continuity of the caretaking process. The 
decision whether or not to proceed with euthanasia rests with the 
physician. This is because the physician possesses expertise and 
responsibility through which he or she has insight with regard to 
diagnosis, prognosis, and eventual alternative possibilities. If the 
nurse doubts the manner in which the Requirements of Precision 
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are being maintained, a discussion with the physician must be 
provided. When the physician states that the Requirements of 
Precision are being applied correctly, the nurse generally must rely 
on that assessment. However, there may be situations in which 
there is disagreement between the physician and nurse as to 
whether or not to proceed with the euthanasia. The nurse could 
possibly come into a conflict of conscience. It is very important 
that doubts and questions remain open for discussion. Should the 
nurse remain in doubt even after the physician’s information, then 
he or she can, after having informed the physician, refer the 
question to the nursing staff of the department or the nursing work 
group, and/or to the Medical Ethical Committee or the 
Administration. The entire process of decision making must be 
submitted in writing by the physician. 

3. Performance: Only the physician may assume the responsibility of 
performing euthanasia. The management of euthanasia may not be 
delegated. It is preferable to choose the method of performance in 
such a manner so that the responsible physician can perform the act 
alone. If the method chosen, for example upon request of the 
patient, is one that precludes the physician acting alone, then the 
physician may ask a nurse who is involved in the process of 
decision making to participate in the actual performance. If the 
nurse is convinced that all the Requirements of Precision have 
been met and decides in conscience to participate, then 
arrangements for performing the euthanasia can be made. There 
should be written documentation as to which physician shall 
perform what action at what time. During the actual euthanasia 
there must continue to be an attending physician present in the 
department for necessary interventions if the dying process follows 
an unpredictable course (this applies primarily when there is an 
intravenous application of medicine). 

V. Position of Conscientious Objectors: A person who principle objects 
to euthanasia must be able to act according to his or her conscience. 
On the basis of conscientious objections, a physician or nurse may 
refuse to participate in the process of decision making or the 
performance of euthanasia. A physician or nurse with objections of 
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principle must refrain from participating in the process of decision 
making. Deliberations concerning the counseling of the dying patient 
must still be effective. If the physician or nurse with objections of 
conscience against euthanasia is confronted with a request for 
euthanasia, the first moral obligation is to inform the patient of his or 
her point of view; it may be expected that the physician facilitate the 
patient’s referral to another care giver as early as possible. In an ideal 
situation, patient and care giver discuss their attitudes concerning 
euthanasia in an early stage of their relationship, so they will not be 
surprised when the difficult moment of discussing euthanasia arrives. 
Within the MCA (Medical Center of Alkmaar) a nurse may never 
perform euthanasia independently. 

VI. Possible Legal Consequences: Deliberate ending of life in principle is 
punishable. This means that a care giver who performs euthanasia will 
be suspect of a punishable act. Because euthanasia is an unnatural 
death, the physician may not issue a statement of natural death, and 
must report to the public prosecutor. The public prosecutor will in 
general only prosecute if the Requirements of Precision have not been 
followed, or there is doubt to that effect. Article 293 of the Penal 
Code refers to one who deprives someone of his life at his implicit and 
serious request. This means that only physicians may perform 
euthanasia. In each and every case it is necessary for the physician to 
provide a written description of all the aspects surrounding an act of 
euthanasia in order to prevent any doubts after the fact as to what 
actually occurred. The documentation will also limit legal investi- 
gations. 

Euthanasia Protocol Checklist 

Additional information. This checklist should be considered only as an 
addition to the euthanasia protocol of the MCA. The decision to proceed 
with euthanasia will be assumed by the physician who must have 
knowledge of the intent and the content of this protocol. The physician 
must document the process of decision making in its entirety. The aim of 
this list is to assist in that process. 
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Patient Information 

Name/Sumame: 

Date of Birth/Place: 

Euthanasia Request: 

Attending Physician 

Name/Sumame: 

Address: 

Postal Code/City: 

Date of Birth/Place: 

Consulting Physician 

Name/Sumame: 

Address: 

Postal Code/City: 

Date of Birth/Place: 

Diagnosis and Treatment 

How has it been established? 

What kind of treatment? 

Expectations with or without therapy? 

I. Situation of the Patient 

1. Does the patient have good insight into his or her own situation 
and the possibilities of its improvement? 

2. Has the patient consciously considered whether any other form of 
treatment might have been a better alternative? 

3. Has the possibility of even temporarily improving the situation 
been discussed with the patient or has dmg tolerance been exhaust- 
ed? 

4. Is the patient experiencing serious and enduring suffering? 
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II. Patient Request 

1. Through what means has the patient relayed the information that 
his or her present situation is intolerable: Oral/written or in any 
other form? 

2. When did the patient relay this information and was the request 
later repeated? 

3. Does a written statement or written request exist? 

4. Did the wish to end his or her life evolve as well considered and 
voluntary? 

5. Has the formulated desire for euthanasia been expressed consist- 
ently and repeatedly over time? 

6. Are there witnesses who can testify and have those witnesses co- 
signed? 

Name/Sumame: 

Address: 

Postal Code/City: 

Date of Birth/Place: 

III. Family Members and the Next of Kin 

1. Does the patient want his or her family or next of kin to be 
informed of the wish to have euthanasia? 

2. Have there been discussions between the patient and the family or 
next of kin? 

3. If so, has the patient relayed that information? To whom? When? 
Name/Sumame: 

Address: 

Postal Code/City: 

Date of Birth/Place: 

When discussed? 

4. Has it become clear from discussions with family members and 
next of kin that they raise no objections to the patient’s euthanasia 
request? 

5. Have family members and next kin influenced the patient’s 
decision in any way? 

6. Are family members and next of kin informed about the specific 
euthanasia plan and do they sanction it? 
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7. Will family members and/or next of kin be present at the time the 
patient dies? 

IV. Counseling 

1. Has all the relevant information concerning the disease, the request 
for euthanasia, and discussions been recorded? 

2. Is there optimal palliative care and is the pain management 
adequate? 

3. Has an expert in the area of pain treatment been involved, for 
example, an anesthesiologist? 

4. Has an independent physician been consulted in the process of 
decision making? 

5. Did this expert commit his or her statement to writing? 

6. Does the patient wish the family physician to be informed? 

7. Has the nursing staff been involved in the process of decision 
making? 

8. Has spiritual guidance and counseling in the patient’s faith been 
offered? 

9. Has there been a discussion with a social worker or another person 
of trust? 

V. Euthanasia 

1. Has there been contact with the local coroner? Please indicate 
where the local coroner is employed. 

2. What means of performing euthanasia were used? 

3. What were the reasons for choosing that particular method? 

4. Did the attending physician apply the agent? 

5. Was this application the direct cause of death? 
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Euthanasia Drugs in the Netherlands 

Gerrit K. Kimsma 

Introduction 

The use of the right drug in the right dose via the right route at the right 
time is a fundamental pharmacologic principle in the proper administration 
of all medications. It makes sense then that this standard should carry over 
to medications administered as a “euthanaticum.” The Dutch use this term 
for a medications used to bring about death in cases of euthanasia. Until 
quite recently, however, the pharmaceutical aspects of euthanasia and 
physician assisted suicide had received little attention. Here again, the 
Dutch experience is valuable in understanding some of the complexities of 
euthanasia, particularly the role of appropriate pharmacology. 

Information On Drugs 

Despite euthanasia having been practiced over the past twenty-five years, 
exact knowledge of the pharmaceutical means by which euthanasia is 
performed has been scant. Nevertheless, on four separate occasions, 
information on means to end life has been formulated and made available 
to physicians and pharmacists: in 1977, 1980, 1987 and again in 1994. In 
1977, Dr. Pieter Admiraal, anesthesiologist, wrote the first article with 
information on drugs used in a hospital in a book on euthanasia that 
appeared in a medical series. i'* In 1980, in order to improve knowledge of 
these means the Dutch Voluntary Euthanasia Society sent this material in a 
small manual, called Responsible Euthanasia, to all Dutch physicians. 
The unrequested distribution of this manual caused quite an uproar and 
was met with resentment from opponents of euthanasia. This upheaval 



The original from which this analysis was taken is: Euthanasia and euthanizing drugs in 
The Netherlands. In: Battin M, Lipman A (Eds) Drug Use in Assisted Suicide and 
Euthanasia. Haworth Press: 1996: 193-210. Reproduced with permission. 
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was probably one of the reasons why the next report, the 1987 Technical 
Report on Euthanatica, was made available to physicians and pharmacists 
on request only and, due to the potentially deadly advice, was designated 
“confidential.” This same restriction applied to the 1994 report, entitled 
Application and preparation of Euthanatica. A comparison of these 
reports reflects increased experience, and sophistication, both in describing 
the professional conditions of a ‘good death’ and identifying the necessary 
qualities of the lethal drugs recommended. 

Medications, Route, and Effectiveness 

In 1980 Admiraal, the author of the manual, advised discussing the speed 
of the dying process with the family, but takes the position that the act of 
euthanasia should not prolong the suffering of either the patient or the 
family. He maintains that a physician should aim for a quick, soft death, 
preferably by taking an agent orally, by the patient himself or, if that is not 
possible, administered by the parenteral route. No specific time span for 
the process of dying is mentioned as a norm, only that the physician should 
be aware of possible failures of ineffective means. 

The 1980 manual states the potential applicability and use of four 
groups of drugs: curare-like agents, barbiturates, morphine-like drugs, and 
insulin. It also suggests that the patient drink alcohol to strengthen the 
intended effect. The methods Admiraal calls preferable are the oral 
ingestion of barbiturates, combined with alcohol or tranquillizer, and the 
use of a combination of barbiturate and curare-like substance through 
intravenous application by a physician. The time between application and 
death is described as between ten to fifteen minutes for the combination of 
barbiturate and curare-like substances, and hours to days for all other 
substances. There is no concrete advice on the most desired time-span, but 
there are several warnings about potentially ineffective choices: the report 
describes and evaluates (other) available drugs and recommends avoiding 
them. 

The 1987 report spells out, in detail, the requirements that should be 
applied to “the ideal euthanaticum, a substance whose administration by 
the various routes should cause a quick and gentle death.” These 
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requirements involve a mixture of medical and ethical norms, practical 
details and public safeguards. The requirements are as follows: 

6. The substance must be capable of simple administration, 

7. Administration must be quick, effective and reproducible, 

8. The necessary quantity should be as small as possible, 

9. The substance should act shortly after administration causing an 
irreversible coma within thirty minutes and death within hours, 

10. The drugs should be available only on prescription through 
pharmacists, 

1 1 . The drugs should be available only to physicians through 
pharmacists , 

12. There should be no unwanted mental or physiological side-effects, 

13. Potentially vomiting-inducing effects should be prevented, 

14. The lethal effect should be guaranteed. 

The 1987 recommendations are as follows: 

1. Barbiturates: effective for oral and intravenous use, 

2. Benzodiazepines: to be avoided, because of the uncertain effect, 

3. Neuromuscular curare-like relaxants: not for oral, or rectal use; 
usable only after coma has been induced with a barbiturate, 

4. Morphine and other narcotic analgesics: uncertain because of the 
potential for tolerance and ineffectiveness, 

5. Oxyphenadrine: potentially effective in combination with 

barbiturate, 

6. Ketamine: ineffective to induce a sufficiently deep coma because 
of the high quantity needed for intramuscular injection, 

7. Insulin: to be avoided, because of its unpredictable outcome, 

8. Others, such as digitalis, beta-blocking agents, potassium chloride: 
to be avoided. 

The concluding 1987 advice offers three choices: 

1. The oral administration of 3g of dextropropoxyphene 

hydrochloride followed by 9g of sodium secobarbital or sodium 
pentobarbital preceded by an antiemetic (meloclopropamide) for a 
day. In the presence of tolerance to dextropropoxyphene, the 
recommendation was to use 3g of orphenadrine hydrochloride. 

2. For parenteral use, the advice was to induce a coma through 
intravenous injection of Ig (or 1.5-2 grams) of thiopental or 
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pentobarbital, followed by intravenous injection of 45mg of 
alcuronium or 18mg of pancuronium. 

3. Rectal administration was recommended only as a last resort with a 
suppository containing 1 g sodium pentobarbital or sodium 
secobarbital, three doses every hour, up to 15 grams; this may 
require terminating life by a neuromuscular relaxant if the patient 
does not die after 15 suppositories. 

The Drugs and Their Justification 

What is known about the drugs that are used for euthanasia has increased 
dramatically over the past fifteen years. This increased experience has 
resulted in a narrowing down of the list of advised drugs and routes. Dr. 
AdmiraaTs 1980'* manual stated that his choice of drugs was based on 
personal experience. The 1987 report was based on critical analysis of 
available drugs by a larger committee of physicians and pharmacologists 
created by the Royal Dutch Society for the Advancement of Pharmacy. 
And, the report of 1994 was based on the empirical facts established by 
survey. The survey reflects a selected sample, based on returned 
questionnaires of physicians who actively requested the 1987 report and 
sent back their survey. The 1994 report does not mention any specific 
additional condition; it is mainly an analysis of a survey of actual acts of 
euthanasia, identifying the drugs that were used and their effects. 

Empirical Findings 

Knowledge of what really has been taking place in the area of 
pharmaceuticals used for euthanasia was expanded by the work of the 
Investigation Committee on the Medical Practice of Euthanasia (the 
‘Remmelink Committee’), the thesis on euthanasia by former family 
physician Gerrit Van der Wal, and research by the Department of Family 
and Nursing Home Medicine at the Vrije Universiteit (Free University), 
Amsterdam. A description and comparison of some of the results of 
these investigations follows. 
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In 367 cases of euthanasia examined in the Van der Wal investigations, 
the drugs, applied singly or in combinations, can be divided into five 



groups: 

1. Neuromuscular relaxants 55% 

2. Barbiturates 49% 

3. Benzodiazepines 34% 

4. Morphine 29% 

5. Others 9%. 



In 23 % of cases a benzodiazepine was combined with a muscular relaxant 
and in 20% a barbiturate was used in combination with a muscular 
relaxant. Muscle relaxants thus were used in 55% of the cases. Insulin 
and alcohol apparently were still used during these years, but they did not 
appear in legal accounts in the reported cases. In a majority of these cases 
(61%), the agents were given intravenously. In 20% the application was 
oral, mainly consisting of barbiturates. In 10% the intramuscular route 
was chosen using muscle relaxants and morphine. There was a large range 
of doses used, e.g. 20 to 320mg of morphine and 200 to 3,000mg of 
thiopental. A similar pattern was found for each of the drugs. 

The Muller et al. investigations of nursing home physicians’ 
medication choices provides the following results for drugs used singly 
and in combinations: 

1 . Barbiturates 60% of the patients 

2. Neuromuscular drugs 53% 

3. Sedatives 29% 

4. Morphine 13% 

5. Other drugs 13% 

These figures show a certain consistency and reinforce one another. 

The justification for this large variety in means was also surveyed. 
The reasons offered included effectiveness, speed, slow induction, and 
specific intended effect such as a coma or depression of the breathing 
center or muscular relaxation. Half of the physicians in the Van der Wal 
investigation chose guidelines or advice from colleagues as a basis to work 
from: Twelve percent mentioned personal experience as the main reason 
for choosing a certain drug, eight percent mentioned the Manual of 1980 
and only one percent mentioned the Guidelines of 1987 as a reference 



source. 
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Time Between Application Of Drugs and Death 

The time between the administration of drugs for euthanasia and the actual 
occurrence of death varied greatly, as shown in Table 2. 

In the Van der Maas investigation, two thirds of the patients took less 
than one hour to die and in a small number the dying process took longer 
than one day. In this survey, about 30% of the family physicians stated 
that they had experienced cases in which the time lapse between drug 
administration and death differed from that intended. The hospital based 
physicians stated in similar situations that the process had been longer than 
intended. The median time required for death to occur after administering 
drugs in the Van der Wal research was 3.8 hours; the range was less than 
one minute to three days. Three percent of the patients died within one 
minute, 40% within 10 minutes, and 63% within the hour. For 23%, death 
required between one and six hours, for 14% longer than six hours, for 4% 
longer than a day. 

Reflecting on the Use of Drugs 

Van der Wal has reflected extensively on the use of the available drugs to 
hasten death. Over forty different drugs were used by family physicians, 
but those mainly used were confined to ten drugs. Most of the general 
practitioners follow the advice of Admiraal from the 1980 manual or the 
report from 1987. But ineffective drugs, or combinations of drugs also 
were used. Despite the availability of the 1987 report, a number of 
physicians still used less desirable means such as morphine and morphine- 
like substances, routes of administration that were less effective, and doses 
that were too low. Insulin was still used in four percent of the cases, even 
though its use had been banned in the 1987 report. 

Based on the available figures, the 1994 report offers the current 
standard advice: 

1. The intravenous route should be preferred, due to its effectiveness and 
reliability, using 1-2 grams of sodium pentothal (NesdonaD) in 10ml of 
saline solution, followed by an intravenous muscle relaxant such as 20mg 
pancuronium dibromide (Pavalon'^) or vecuronium bromide (Norcuron'^). 
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2. The use of oral agents can be effective. If oral agents are used, 
physicians need to be aware of the possibility that active termination using 
a muscle relaxant may be necessary. It is suggested that the muscle 
relaxant be used about five hours after ingestion of the oral drug, or earlier 
if the need is felt when the patient did not or could not drink at all. The 
recommended drug is 9 grams of sodium pentobarbital or secobarbital in 
100ml of liquid, with an antiemetic used for one day prior to the 
administration of the euthanasic drug. 

3. The rectal route should be used only as the last resort when other 
possibilities are not realizable. Then 1 gram of sodium pentobarbital or 
secobarbital in a suppository can be used; this must be repeated hourly. 
Monitoring the patient's body temperature in order to check the melting 
process is mandatory. Here also the physician must be ready to end life 
actively if death has not occurred within five hours. 

In 1995 Admiraal added a clear personal recommendation to wrap up 
several discussions of the drugs that he considers preferable or 
undesirable.^" Drugs that should not be used any more are: 
benzodiazepines, morphine, combinations of brallobarbital and morphine, 
dextropropoxyphene and orphenadrine, besides the already mentioned 
insulin. Benzodiazepine use is risky because patients can wake up and 
morphine is unsuitable because its application often fails, resulting in a 
dying process of long and torturing duration, sometimes lasting days on 
end. Rectal administration should be considered only as a last resort, 
because the hourly need for additional suppositories is cumbersome and 
difficult for both physician and family. In cases of physician assisted 
suicide by rectal drug administration, a physician always must be aware of 
the possibility of failure and be ready and willing to end life actively after 
a certain number of hours so as not to cause additional harm and grief to 
all those involved.^' 

Legal Aspects 

For some, the current illegality of euthanasia under Dutch law, and the 
required legal procedure for reporting euthanasia, are philosophically 
unacceptable because this presents an oxymoron: something is either 
forbidden by law or it is not. If it is forbidden, then there should be 
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punishments: if it is accepted, there is no need to review it on a case-by- 
case basis as is the current practice. 

Between this concrete legal fact and the quality of this medical practice 
is a clear-cut relation. Given the under reporting, there is reason to suspect 
that both fear of prosecution and a desire for secrecy lead some physicians 
to choose less effective means, since prescribing barbiturates and 
neuromuscular relaxants would “betray” their actions and force them to 
come “out of the closet.”^^ From the aspect of impact on the family, this 
secrecy could potentially lead to more difficult grieving because essential 
facts about the death and the dying process cannot be shared with others 
lest the physician be placed at risk of prosecution. This inability to share 
and the need to disguise the facts are essential ingredients for inhibited and 
disrupted processes of grieving.23.24 

Euthanasia versus Physician Assisted Suicide 

In the Netherlands, the discussion of the choice between physician assisted 
suicide and euthanasia has evolved differently from the United States and 
other countries in Europe. Assisting suicide, like euthanasia, is legally 
forbidden, although the physician who assists may be protected from 
prosecution. From a medical-ethical point of view, the two ways of 
ending a life were seen almost as equals, in spite of the clear legal 
difference in punishment. In recent years, however, an increasing 
inclination to prefer physician assisted suicide over euthanasia has slowly 
emerged, mainly based on two arguments. The first is a psychological 
argument: the duress for physicians in performing euthanasia sometimes 
causes physicians to become temporarily dysfunctional. The second is that 
some people think that being assisted in committing suicide by drinking a 
legal potion rather than being given an injection by a physician is more in 
conformity with the right to self determination and the right to choose 
death. Of course, this latter point presupposes that patients are capable of 
drinking a potion. Thinking that physician assisted suicide is the entire 
answer to the question of ending of life of a suffering patient, nevertheless, 
is a fantasy. There will always be patients who cannot drink, or are 
semiconscious, or prefer that a physician perform this act. Experience has 
taught us that there are many cases of assisted suicide in which the suicide 
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fails. Physicians need to be aware of the necessity to intervene before 
patients awaken. 

Based on this history it may become understandable that, from a Dutch 
point of view, the stress on the advancement of physician assisted suicide, 
as opposed to voluntary euthanasia (as it is called elsewhere) seems one 
sided and insufficient. Many, though not all, attempts to legalize 
physician assisted suicide, both in America and Australia, are limited to 
just physician assisted suicide and do not allow euthanasia. From the 
above facts, it should be abundantly clear that this limitation is headed for 
disaster if physicians are forbidden by law to end life actively in cases of 
failure of the chosen route for assistance. 

Medical Practical Issues 

Practical issues can be learned by: participating in euthanasia cases, 
interviewing family members afterward, and through discussions with 
other physicians who have shared similar experiences.^ A significant 
lesson is that one cannot be careful enough about paying attention to all 
the aspects of euthanasia. 

A. One should start discussing euthanasia earlier rather than later so as not 
to run the risk of being too late. The main question is: “have you formed 
any ideas about the end of your life and how it will be?” 

B. Preparation must be based not only on the patient’s preference, but also 
must take into account the process of grieving by the family that remains 
behind. This position results in very open and concrete questions such as: 

1. To the patient: 

“Given the fact that medicine cannot heal you, do you want to 
discuss the final phase of your life?” 

“If you want to decide when your life will end, have you 
formed ideas about euthanasia or assisted suicide?” 

“If euthanasia is an option, have you formed ideas about the 
manner in which to end your life, by taking a liquid, pill or 
receiving an injection?” (In conformity with the value of self 
determination.) 

“Whom do you wish to be present when you die?” 

“Are there people you wish to see before you die?” 
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“At what time of day do you wish to die?” (To help the dying 
patient and be supportive for the process of grief afterward, I 
try to be available at the patient’s home after office hours.) 

“Do you wish to die quickly or slowly after the administration 
of the lethal medication?” (An important fact for choosing the 
appropriate drugs but also making the process of death 
acceptable for the patient and the family.) 

2. To the spouse: 

“Do you wish to be in the room when your husband/wife 
receives an injection/takes a lethal dose of medicine?” (To 
prevent feelings of guilt, of desertion at an important time) 

“How do you want to prepare for this moment?” 

“Whom do you wish to be there to support you?” 

It is very important to be sensitive to the family members who remain 
behind and their acceptance of the active intervention: sometimes it helps 
to hold a family meeting with the patient and discuss the feelings of each 
person involved. If there is opposition to the euthanasia by one close 
relative, attempts can be made to reconcile differences, but in the end the 
patient’s decision is the major deciding factor. One should keep in mind, 
however, that problems may arise. 

Other practical issues concern the drugs, including procurement, 
handling and storage. In a professional court, one Dutch physician 
recently was accused of neglect after leaving the drugs for euthanasia at 
the house of a patient who decided at the last minute to postpone taking 
the potion. The patient’s husband then committed suicide with the same 
drugs. As a result, the professionalization of euthanasia has demanded a 
new rule: that a physician personally obtains the drugs from the pharmacist 
and is present when the drugs are taken or injected. In case of 
postponement of the euthanasia, the physician should take the drugs out of 
the house and to the medical office. 
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Conclusion 

From experience comes knowledge as to how drugs can be used to 
accomplish a rapid and easy death. Even though in the Netherlands some 
of the issues are dealt with in an open fashion, there are still subjects that 
need improvement and further development. One of the ways to 
accomplish that goal is education of the public and teaching medical 
students, be they advocates or opponents, the aspects of a professional 
approach to euthanasia.^ 
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Table 1: Drugs Used for Euthanasia 



DRUGS 


REMMELINK DATA 

94 general practitioners (GPs) 
87 hospital physicians (HPs) 

187 cases 


VAN DER WAL 
DATA 
388 GPs 

367 cases 


MULLER ET AL. 
DATA 

69 nursing home 
physicians 

69 cases 


benzodiate 


G.P.s 


H.P.s 






pines 


20% 


15% 


34% 


29% 


morphine 


11% 


22% 




11% 


morphinr 

combinations 


13% 


16% 


29% 


2% 


barbiturtates 


- 


- 


49% 


60% 


muscle 

relaxants 


50% 


38% 


55% 


53% 


other drugs 


6% 


11% 


9% 


13% 



Table 2: Time Lapse Between Application and Death 



TIME 


VAN DER MAAS, ET AL. 
n=186 


VAN DER WAL 
n=367 


MULLER ET AL 
n=60 accumulated 


< 1 minute 


5% 


3% 


8% 


< 5 min 






30% 


< 10 min 


33% 


43% 


37% 


< 1 5 min 






50% 


<30 min 






65% 


>10min-< 1 hr 


64% 


63% 


68% 


>1 hr -<6 hrs 




82% 


87% 


>1 hr - < 24 hrs 


92% 


96% 


95% 


>24 hrs -< 48 hrs 




100% 


100% 


> 24 hrs -< 1 wk 


99% 






>1 wk - > 4 wks 


100% 
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Chapter Eight 



Empirical Research on Euthanasia and Other Medical 
End-of-Life Decisions and the Euthanasia Notification 
Procedure 

Gerrit van der Wal and P. J. van der Maas 

Introduction 

In the Netherlands, the practice of life-termination by physicians is still 
subject to the penal code and yet, since the seventies euthanasia and 
physician assisted death are continuing to occur more openly; this 
development is supported by public opinion, the majority of doctors, and 
in jurisprudence. ' Requirements for prudent practice have been compiled 
in jurisprudence and by the medical profession and, in general, a physician 
will not be prosecuted if he adheres to these requirements.^ Moreover, 
most hospitals and nursing homes have a written policy concerning 
euthanasia and physician assisted suicide.^ In the nineties, a considerable 
amount of empirical research has taken place in the Netherlands into the 
practice of physician assisted death. During the period 1990-1991, a 
research project commissioned by the Remmelink Committee studied the 
incidence of euthanasia and other medical end-of-life decisions. At the 
time, the results of this research attracted much national and international 
attention, also due to the fact that it was the first time that a total overview 
was obtained of the extent and nature of medical end-of-life decisions in 
any country.''^'^ Other studies were carried out among large numbers of 
general practitioners and nursing home physicians.’* Various national and 
international publications were mostly based on these studies.'*-'*’ Also a 
number of qualitative research projects have to be mentioned.’" *' 

This chapter focuses on the evaluation of the euthanasia notification 
procedure which was completed at the end of l996.”’*"’''>”-“’”’* 

In 1990, partly due to the initiation of the above-mentioned 
Remmelink study, the Minister of Justice and the Royal Dutch Medical 
Association agreed upon a notification procedure with the intention of 
creating a mechanism for public control. This procedure has been in 
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operation since the end of 1990, and attained legal status in June 1994. 
The purposes were to encourage physicians to disclose cases of assisted 
death, to improve adherence to the requirements for prudent practice and 
to ensure that the practice of physician assisted death was reported and 
administered in a uniform way throughout the entire country. In 1995 the 
Minister of Health, Welfare and Sport and the Minister of Justice 
commissioned an evaluation of the notification procedure, to assess 
whether the desired objectives had been achieved. One important aspect 
of this evaluative study was a partial repetition of the research carried out 
for the Remmelink Committee. The objectives of repeating this research 
were to make reliable estimates of the incidence of euthanasia and other 
medical end-of-life decisions, to identify the situations in which these 
decisions were made and to evaluate changes with regard to the situation 
in 1990. The replication-study was comprised of two studies: 1) extensive 
interviews were held with a stratified sample of 405 physicians; and 2) a 
written questionnaire was mailed to the attending physicians who had the 
final responsibility in a sample of 6,060 deaths. In general, this study also 
involved the following aspects: interviews with pediatricians/neonato- 
logists with attention to physicians attending infant deaths, a written 
questionnaire sent to psychiatrists concerning assisted suicide, the study of 
notified cases, consisting of interviews with physicians who had reported a 
case of physician assisted death, interviews with the coroners involved, a 
judicial files study and a study of the Minutes of the Assembly of 
Prosecutors General and published court decisions, and interviews with 
people such as members of the Public Prosecution. 

Methods 

Interviews with Physicians 

A stratified random sample of 405 physicians were interviewed, including 
124 general practitioners, 74 nursing-home physicians and 207 specialists 
(cardiologists, surgeons and specialists in internal medicine, pulmonology 
and neurology). These physicians cover 87% of all hospital deaths in the 
Netherlands and almost all other deaths (just over 40% of deaths in the 
Netherlands occur in hospital). The selection criterion was that the 




Empirical Research on Euthanasia 



151 



respondent should have been practicing in the registered specialty and in 
the same place since January 1, 1994. In order to achieve the intended 
number of 410 interviews, 559 physicians had to be sampled. Eighty-three 
physicians did not satisfy the selection criterion and twenty-one were 
chronically ill or could not be traced. Fifty physicians (eleven percent of 
those who fulfilled the selection criterion) refused to take part. 

The interviews were conducted by about thirty experienced physicians 
between November 1995 and February 1996. All interviewers underwent 
an intensive training for this study. The interview schedule contained ± 
120 pages. Interviews lasted 2.5 hours on average. 

To extrapolate the results to all deaths in the Netherlands, weights 
were calculated, based on the sampling fractions in the different strata. The 
incidence estimates are corrected for the thirteen percent of hospital deaths 
covered by other clinical specialists than the five types sampled. 

Death Certificate Study 

For all inhabitants of the Netherlands the cause of death is reported to 
Statistics Netherlands. The patient is not mentioned by name on the cause- 
of-death form, but the reporting physician is. The medical officer in charge 
of the cause-of-death statistics drew a stratified sample of deaths from 
August 1 to December 1, 1995. The forms for all 43391 deaths during this 
period were examined by two physicians and assigned to one of five strata. 
When the cause of death precluded any kind of end-of-life decision (eg, a 
car accident resulting in instant death) the case was assigned stratum 1, no 
questionnaire was sent. When the chance of an end-of-life decision was 
deemed high the case was classified as stratum 5. The sample fraction for 
stratum 5 was 50%, for stratum 4 it was 25%, for stratum 3 it was 12.5% 
and for stratum 1 and 2 it was 8.3%. A procedure was devised to ensure 
complete anonymity for physicians and for the deceased. All Dutch 
physicians received a letter explaining the purpose of the studies and how 
anonymity would be guaranteed. Of the 6065 questionnaires mailed, 77% 
were returned. Nearly all were completed carefully, and they often 
contained additional information. 

The questionnaire for this study contained twenty-four items. The 
different types of end-of-life decisions were classified according to four 
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characteristics: what did the physician do (or not do); what was his or her 
intention in doing so; was the decision made at the request of or after 
discussion with the patient, and if not, was the patient competent (defined 
as: able to assess his/her situation and make a decision about it adequately) 
or not? 

The types of end-of-life decisions studied were: 

• Euthanasia: the administration of drugs with the explicit intention to 
end the patient's life, on the latter's explicit request. 

• Physician assisted suicide: the prescription or supply of drugs with the 
explicit intention to enable the patient to end his or her own life (when 
both patient and physician administered lethal drugs, this is counted as 
euthanasia). 

• Life ending without explicit request: all the administration of drugs 
with the explicit intention of ending the patient's life without explicit 
request from the patient. 

• Alleviation of pain and symptoms: with opioids in such dosages that 
the patient's life may have been shortened. 

• Non-treatment decisions: the withholding or withdrawing of 

potentially life-prolonging treatment. 

The questionnaires in both present studies were almost identical to 
those used in 1990, and the study designs were identical (the prospective 
part of the Remmelink study was not repeated). 

In the postal questionnaire the terms euthanasia, physician assisted 
suicide etc. were avoided, as they have too many different connotations. 
As the questionnaire should yield unambiguous answers, we used 
expressions relating closely to medical practice, and at the same time 
enabling us to classify the answers in the above-mentioned categories. In 
the interview study, terms such as euthanasia and physician assisted 
suicide were used. The direct contact allowed the interviewer to get a 
clear grasp of the respondent's concepts and to obtain detailed information 
about the cases involved. Thus, both studies were designed to generate 
complementary information, the interviews yielding more detailed 
background information, and the death certificate study providing a strong 
quantitative framework. 
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Pediatrician Interviews/Infant Study 

From general pediatricians and neonatologists a stratified sample was 
chosen. Of the sixty-seven pediatricians/neonatologists who met the 
inclusion criteria, only one refused to take part in an interview. Questions 
comparable to those used in the physician interviews inquiring about 
various types of decisions were used. The average length of the interview 
was 2.5 hours. 

By means of data obtained from the death certificates of Statistics 
Netherlands, all 338 children under the age of one year who died during 
the period from August to November 1 995 were included in the study. If a 
medical end-of-life decision could have been made, a questionnaire was 
sent to the attending physician. This "infant questionnaire" is an adapted 
version of the "death-certificate questionnaire." The response rate was 
eighty-eight percent. 

Psychiatry Study 

In order to obtain quantitative estimates of the incidence of suicide 
assisted by psychiatrists, a large number of psychiatrists, including 
neurologists involved in psychiatry, were invited to participate in the 
study. For this purpose, a sample was taken from the Specialists 
Registration Committee of the Royal Dutch Medical Association. This 
accounts for fifty percent of all psychiatrists and neurologists who are 
members of the Dutch Association for Psychiatry. A twenty-page written 
questionnaire was sent to the 673 selected psychiatrists. The response rate 
was 84%. 

Reported Cases of Physician Assisted Death 

Reporting physicians interviews. A random sample, stratified by judicial 
resort and specialism (general practitioners, medical specialists and 
nursing-home physicians) of 175 physicians who reported one of the 804 
cases of physician assisted deaths between August 1st 1994 and February 
1st 1995, was drawn. Six physicians were not interviewed because they 
could not be traced, four because they had already been included in the 
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physician interviews in study I, one because the case in question had not 
yet been closed, and seventeen physicians (ten percent) refused to 

participate. Apart from background characteristics, the 147 physicians 

were asked about the reported case of physician assisted death, their most 
recent unreported case (if applicable) and their opinions on examination of 
physician assisted death. 

Coroner interviews. A sample of 116 Coroners, involved in the cases 
of which the reporting physicians were interviewed, was drawn. Coroners 
can be general practitioners or physicians working for Public Health 
Services. In order to obtain sufficient representation for both groups, all 

thirty-four general practitioners and eighty-two Coroners working for the 

Public Health Service were selected in such a way that all Public Health 
Services involved were represented, while no more than two coroners per 
Public Health Service were interviewed. None of the Coroners refused to 
participate. 

The interviews of physicians and Coroners were conducted by twenty- 
one experienced physicians and four experienced Coroners, respectively. 
They all received intensive training. The interviews were based on an 
extensive, structured questionnaire and lasted for two and a half hours on 
average. 

To extrapolate the results of the sample of 147 physicians to all cases 
reported between August 1st 1994 and February 1st 1995, weights were 
derived, taking into account the stratification of the sample. To extrapolate 
the results of the sample of 116 Coroners to all Coroners who were 
involved, weights were derived, taking into account the selection 
procedure. 

Judicial files. Of the 804 cases reported between August 1st 1994 and 
February 1st 1995, a random sample was taken of 363 public prosecution 
files, stratified by judicial district. Ten files could not be found in the 
Public Prosecutors' office. Information about the characteristics of the case 
were collected from the remaining 353 files. 

Registrations. The numbers of reported cases per year were derived 
from the Public Prosecution registers and a database which was 
specifically set up by the Ministry of Justice for the evaluation study. 
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Public Prosecution 

Interviews. Detailed interviews were held with forty-eight members of the 
Public Prosecution: thirty-nine Public Prosecutors, two from each judicial 
district (three from three large districts), and the four Advocates-General 
and five Prosecutors-General involved in the five judicial resorts. All 
agreed to participate. 

Minutes. The confidential minutes of the Assembly of Prosecutors- 
General concerning reported cases of physician assisted death were 
unlocked and made available to us for the purpose of the evaluation study. 
All minutes of meetings from 1991-1995 were independently analyzed by 
two investigators. 

Court decisions. All published court decisions concerning cases of 
physician assisted death until 1996 were collected and analyzed. 

Results 

Incidence Estimates 

On the basis of the interviews with physicians, the annual number of 
requests made to doctors for euthanasia or assisted suicide "at a later time" 
was estimated at 34,500, an increase of thirty-seven percent compared 
with 1990. In total, 9,700 explicit requests were made for euthanasia or 
physician assisted suicide at a particular time, an increase of nine percent. 
The estimated frequency of the incidence of the various types of medical 
end-of-life decisions showed very comparable results for the interview 
study and the death-certificate study. The frequency estimates of the 
separate studies can be found in other publications.^'*™'^' Based on a 
combination of the two sub-studies, best estimates have been made. These 
are presented in Table 1, which also shows the best estimates for 1990, 
based on the combined data from three sub-studies. It is estimated that 
2.4% of deaths in the Netherlands are a result of euthanasia. In 1990 it 
was found that euthanasia occurred in 1.8% of deaths. Assisted suicide 
occurred in 0.3% of deaths, and in 1990 the percentage was also 0.3%. In 
1995 the percentage of deaths involving life-termination without an 
explicit request from the patient was 0.7%. 
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This occurred in 0.8% of deaths in 1990. The percentage of deaths in 
which the dosage of pain and/or symptom alleviation was such that the life 
of the patient would almost certainly be shortened was 18.5%, compared 
with an estimated 17.5% in 1990. Withholding or withdrawing life- 
prolonging treatment preceded 20% of all deaths; in 1990 this percentage 
was lower, namely 17.5%. This difference is mainly the result of an 
increase in the category withholding or withdrawing treatment with the 
explicit intention to hasten death. 

In total, therefore, forty-two percent of all deaths in the Netherlands 
were preceded by a medical end-of-life decision. Just as in 1990, we 
estimated that approximately two percent of these cases lay on the 
boundary between euthanasia and life-termination without an explicit 
request, on the one hand, and increasing pain and/or symptom alleviation 
on the other hand. In 0.6% of the cases the physician admitted to life- 
termination without an explicit request from the patient, but without the 
definite intention of hastening death. In 1 .4% of the cases pain and/or 
symptom alleviation was intensified with the explicit intention to hasten 
death. The boundary area is not shown separately in Table 1. In terms of 
size, this would fall into the category pain and symptom alleviation. 

Euthanasia and Physician Assisted Suicide 

Of the interviewed physicians seventy-seven percent had at some time 
received an explicit request for euthanasia or physician assisted suicide at 
short notice. 

When asked if they had ever performed euthanasia or assisted in 
suicide, fifty-three percent confirmed having done so and twenty-nine 
percent had done so during the last twenty-four months (Table 2). There 
are large differences in these proportions between the different types of 
physicians. Of the respondents who had never performed euthanasia or 
assisted in suicide thirty-five percent could conceive of situations in which 
they would be prepared to do so. Of the remaining twelve percent who 
could not conceive of such a situation, the majority said that they would be 
prepared to refer patients requesting euthanasia or assistance in suicide to a 
colleague. These percentages are almost identical to those found in 1990. 
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Table 3 contains information about age, sex and cause of death of the 
deceased and the type of physician involved. The second column shows in 
what percentage of all deaths in each specific sub-class an end-of-life 
decision had been taken. For instance, in thirty-two percent of all deaths in 
age-group 0-49 an end-of-life decision had been taken. These percentages 
do not differ much between age-groups and sexes, but they do between 
causes of death: in sixty-one percent of all cancer deaths an end-of-life 
decision had been taken, compared to twenty percent of all cardiovascular 
deaths. In euthanasia and assisted suicide the patients tend to be relatively 
young. More euthanasia cases were found in females than in males, which 
is not consistent with the interview study and the 1,990 studies. This is one 
of the rare instances where the results from the interview study and the 
death certificate study differ. Euthanasia and assisted suicide involve 
mainly cancer patients (79%). In most cases the general practitioner is 
involved. 

Life-Ending Without the Patient's Explicit Request 

At interview twenty-three percent of respondents said that they had at 
some time ended a patient's life without his or her explicit request and 
thirty-two percent had never done so, but could conceive of a situation in 
which they would, while forty five percent never had done so and could 
not conceive of any situation in which they would (1990: 27%, 32% and 
41% respectively). 

These patients also tend to be relatively young and cancer is the 
predominant diagnosis (in the interview study sixty percent of all cases 
involved cancer patients). In fifty-seven percent of all cases a clinical 
specialist was involved. Table 4 shows some of the decision 
characteristics, the drugs administered and the estimated shortening of life, 
compared to other end-of-life decisions. In about half of all cases the 
decision had been discussed with the patient or in a previous phase of the 
illness the patient had expressed a wish for euthanasia if suffering would 
become unbearable. In other cases the patients were incompetent. In ninety 
five percent of the cases the decision had been discussed with colleagues, 
nursing staff or relatives (on average two out of these three categories). In 
sixty-four percent of all cases morphine was the only drug administered. 
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while in eighteen percent neuromuscular relaxants in different 
combinations were used. In thirty-three percent of cases life was shortened 
by at most twenty-four hours and in a further fifty-eight percent by at most 
one week. The distributions found in the interview study were similar to 
those in the death certificate study. Further inspection of case histories 
from the interview study shows that this category of end-of-life decision 
covers a wide range, with a large group of patients having only a few hours 
or days to live, while a small number have a longer prognosis, are 
evidently suffering seriously, and verbal contact cannot be established. 
The distribution of the characteristics in Table 4 suggests that most cases 
resemble alleviation of pain or symptoms more than euthanasia. 

In comparison with 1 990 there is a small decrease in the percentages of 
cases in which the decision had been discussed or there had been a 
previous wish, of competent patients and of discussion with colleagues 
and relatives. 

Alleviation of Pain and Symptoms 

Of all respondents, eighty-four percent had at some time, in order to 
alleviate pain and symptoms, administered opioids in such dosages that a 
patients life might have been shortened. (1990: 82%). In the death 
certificate study in eighty-five percent of all cases the physician had no 
intention to hasten death, but had only taken into account the probability or 
certainty that this would occur, while in fifteen percent the physician had 
partly the intention of ending the patient's life. The age and sex 
distribution was similar to those of all deaths in the Netherlands, while 
more than half of all cases occurred in cancer patients. This type of 
decision is made relatively often in nursing-homes (about sixteen percent 
of all deaths in the Netherlands occur in nursing-homes). In sixty-four 
percent of cases life is estimated to be shortened by less than twenty-four 
hours and in sixteen percent by less than one week (Table 4). In forty-three 
percent of cases the decision had been discussed with the patient and there 
was either an explicit request or, in case the patient was incompetent, a 
previous wish was known. When there was no information about the 
patient's wish, the patient had been incompetent in eighty-six percent of 
these cases. 
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Non-Treatment Decisions 

Of the decisions to withhold or withdraw life prolonging treatment sixty- 
six percent had been taken with the intention of hastening death (or rather: 
not prolonging life), in the remaining cases the physician had taken into 
account the probability or certainty that death might be hastened. In ten 
percent of cases the decision involved artificial respiration, in twenty-three 
percent of cases tube-feeding or artificial hydration and in two percent of 
cases dialysis. Other treatments forgone (medication, surgery, hospital 
admission for diagnostics) in general have a less direct effect on survival. 
The amount of time with which life had been shortened was in forty-two 
percent less than twenty-four hours, in twenty-eight percent less than one 
week and in eight percent over one month. This type of decision differs 
strongly from the other end-of-life decisions studied. Patients tend to be 
older, more often female and the diseases involved more or less follow the 
pattern of the causes of all deaths in the Netherlands (Table 3). These 
decisions are relatively frequently made be nursing home physicians. 

Assisted Suicide in Psychiatry 

Psychiatrists seldom assisted with suicide, in only approximately two to 
five cases a year. At least half of the cases involved patients who had both 
a psychiatric and a terminal physical disease. Two-thirds of the 
psychiatrists considered that assisted suicide in cases of psychiatric ill- 
nesses could be acceptable: of these, forty-four percent could imagine a 
situation in which they themselves would be willing to offer actual as- 
sistance, whereas the remaining nineteen percent could not envision such a 
situation. 

Approximately 320 explicit and repeated requests for assisted suicide 
were made annually to psychiatrists, hardly any of which had obviously 
been granted. The reasons for the request were mostly the hopeless and 
unbearable emotional suffering. The most important reason for refusing 
the request was that the psychiatrist was of the opinion that the psychiatric 
illness could be treated, or that he did not consider the suffering to be 
unbearable or hopeless, or he doubted that the request had been well 
considered. 
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Medical Decisions Concerning Neonates and Infants 

In 1995 approximately 190,000 children were bom in the Netherlands and 
1 ,044 children died in their first year of life, of which eighty-six percent 
died while in hospital. The main decision by far involved withholding or 
withdrawing life-prolonging treatment. This occurred in fifty-seven 
percent of all deaths in children younger than one year old. Thirty-one 
percent were also given medication, with or without the explicit intention 
of hastening death. One percent of children under twelve months of age 
were given medication with the explicit intention to hasten death, without 
involving a decision to withhold or withdraw life-prolonging treatment. 

In most cases in which a decision is made to withhold or withdraw 
treatment, this is based on the opinion that there is no chance of the infant 
surviving and that medical treatment would be useless. There are other 
situations in which intensive treatment could result in shortening or pro- 
longing survival, for example, those in which further treatment is 
considered to be futile because of the extremely poor prognosis concerning 
communication, ability to live, dependency, suffering and/or life- 
expectancy. The difference between these two considerations is not easy 
to define, but is reflected in the extent to which, in the opinion of the 
physician, the life has been shortened due to the specific decision. When a 
non-treatment decision has been made because treatment is considered to 
be useless, in 26 to 30% of the cases it is estimated that the life has been 
shortened by more than six months, compared to zero to ten percent when 
treatment is considered to be futile. In almost all cases the parents are 
closely involved in the decision-making. 

Number of Reported Cases 

Table 5 shows that the number of reported cases gradually increased from 
486 in 1990, followed by a steep increase to 1,201 in 1992, gradually 
leveling off to 1,466 in 1995. The estimated numbers of cases of 
euthanasia and physician assisted suicide are 2,700 for 1990 and 3,600 for 
1995. So, it can be concluded that the notification rate increased from 
eighteen to forty-one percent during that period. Life-ending without a 
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patient's explicit request is rarely reported: two cases in 1990 and three in 
1995. 

Reasons for (Not) Reporting 

The most important reasons for reporting mentioned by the physicians 
from the random sample of reported cases were (average 1.37 per 
respondent): “I report all cases” (75%), “reporting is obligatory” (17%), “it 
is the official policy of my institution” (13%) and giving an account to 
society (13%). Asked about their experiences with the notification 
procedure, the following comments were made (average 1.75 per 
respondent): time-consuming (37%), burdensome (30%), incriminating 
(11%), a breach of privacy (5%), neutral (30%), supportive (19%), positive 
(13%) and relieving (7%). 

The 49 respondents in the physician interviews who had not reported 
their most recent case of euthanasia or physician assisted suicide gave the 
following reasons for not doing so (on average 1.9 answers): wish to avoid 
the fuss of judicial inquiry (52%), wish to protect relatives from judicial 
inquiry (29%), fear of prosecution (24%), request from relatives to be 
protected from judicial inquiry (23%), requirements for prudent practice 
not fulfilled (20%), a private matter between doctor and patient (12%). Of 
these 49 physicians, 13% said that they would never report a case of 
physician assisted death. Of the seventy respondents who had not reported 
their most recent case of life-ending without an explicit request from the 
patient, thirty-nine percent mentioned that in their opinion it had been a 
natural death and fifty-percent said they would never report such a case. 

Characteristics of Reported and Unreported Cases 

Of the respondents from the sample of reported cases, fifty-two percent 
(weighted) said that they had decided not to report at least one other case 
of physician assisted death. These eighty-four physicians were also asked 
about their most recent unreported case. Of the reported cases, one had 
been a case of life-ending without explicit request, whereas in the eighty- 
four most recent unreported cases, sixteen had been without the patient's 
explicit request. The remaining sixty-eight reported versus unreported 
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cases of euthanasia and physician assisted suicide are shown in Table 6. 
There are no major differences in patient characteristics and substantive 
requirements for prudent practice (explicit request, unbearable and 
hopeless suffering). However, the more procedural requirements for 
prudent practice have less often been met in the unreported cases: written 
request (44% versus 75%), consultation (18% versus 93%) and written 
report (57% versus 97%). Comparison of the most recent reported versus 
unreported cases in the physician interview study yields a similar picture. 

Comparison of all most recent cases (reported and unreported) from 
the 1995 and 1990 physician interviews shows no differences in the 
percentage of cases in which the substantive requirements for prudent 
practice have been met. Procedural requirements, however, show 
differences. The decision had not been discussed with a colleague in 
eleven percent (1995) versus sixteen percent (1990) of cases and a written 
report was available in eighty-one percent versus sixty percentAs was 
shown in Table 5, the number of reported cases also showed a marked 
increase. 

Notification and Conclusion of Cases 

Before 1990 cases were reported to the Coroner, the Public Prosecutor, or 
to the police (60%, 42% and 42% of all reported cases, respectively) 
(1990-study). After 1990, ninety-eight percent of the cases were reported 
to the Coroner, seven percent to the Public Prosecutor and none to the 
police. In fifty-six percent of the 353 judicial files that had been studied, 
the physician had used the official checklist, which is part of the 
notification procedure, in order to present the relevant information. 

The time that elapsed between notification by the physician and notice 
of the final conclusion of the judicial procedure was, on average, 1 03 days 
for cases that were dismissed without a further examination. This period 
varied greatly per district. Cases which had been subjected to an inquest or 
had been brought to court took much longer, sometimes several years. 




Empirical Research on Euthanasia 



163 



Examination by the Public Prosecution 

Of the 6324 cases from 1991-1995 inclusive, 120 were discussed in more 
detail in the Assembly of Prosecutors-General. An inquest was opened 
against twenty-two physicians, but resulted in dismissal. Thirteen 
physicians were prosecuted. In comparison to the previous decade, the 
percentage of cases that were prosecuted has greatly decreased. (Table 5) 
The most important reasons for further discussion in the Assembly were: 
terminal phase had not yet started (38%), absent or unclear request (25%), 
absent or inadequate consultation (24%), doubt about the suffering being 
unbearable and hopeless (23%) and inadequate technical performance 
(13%). (Table 7) Prosecution had been initiated in cases of flagrant 
violation of the requirements for prudent practice and on some occasions 
in order to create a test case to elicit jurisprudence. Of the nineteen cases 
in which the court decisions were published, nine physicians were 
acquitted, mostly because of force majeure, two were discharged from 
further prosecution, three were found guilty without punishment and six 
were given a suspended sentence (one week to six months). (Table 5) 

Opinions on Examination of Physician Assisted Death 

Table 8 shows that the majority of the respondents in the different samples 
thought that each case of physician assisted death should be examined. 
However, thirty-five percent of all respondents in the physician interviews 
(study I) thought differently. Of the group who thought every case has to 
be examined, thirty percent thought that the decision should only be 
reviewed beforehand. In the other groups this percentage was lower. The 
majority of respondents in the four groups thought that if cases were to be 
reviewed beforehand, this should be done by other members of the 
medical profession. Most physicians thought that this should be an 
independent consultant. Only one member of the Public Prosecution 
considered examination of cases beforehand to be sufficient. In each group 
most respondents thought it necessary to have an examination beforehand 
as well as afterwards. Opinions about who should examine cases 
afterwards varied widely, and often reflected the position of the respon- 
dents themselves. Thus, fifty-one percent of the members of the Public 
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Prosecution thought that they should have the responsibility of the 
examination afterwards, while sixty-three percent of the Coroners 
considered that it should be their responsibility. 

Discussion 

Practice, Incidences and Opinions 

In our opinion the results of this research give a reliable portrayal of the 
incidence and the background of medical end-of-life decisions in the 
Netherlands and the functioning of the euthanasia notification procedure, 
together with the developments in these fields since 1990. On almost all 
aspects the results of the interview study and the death-certificate study 
were comparable. The willingness to participate among attending 
physicians, coroners and members of the Public Prosecution was 
extensive. The percentage of refusals to be interviewed varied from zero 
to eleven percent, mainly due to lack of time. 

In the death certificate study the response rate was seventy-seven 
percent. All physicians in the Netherlands received a letter signed by the 
president of the Royal Dutch Medical Association and the Chief Inspector 
of Health, explaining the importance of the studies and urging them to co- 
operate if they were invited to participate in one of the studies. Moreover, 
immunity from use in connection with legal prosecution was guaranteed 
for all data collected. 

In the reports of the 1990 study we foresaw an increase in the 
incidence of euthanasia and other end-of-life decisions due to an increase 
in death rates as a consequence of population aging, an increase in the 
proportion of cancer deaths, as a consequence of a decrease in ischemic 
heart disease deaths, the increasing availability of life prolonging 
technologies and, possibly, generational and cultural changes in patients' 
attitudes. At the same, time we thought it likely that the proportion of life- 
ending without explicit request would decrease, due to the growing 
openness in which the patient's wishes with respect to the terminal phase 
of his disease can be discussed in advance.^ " *'' 

From the results of the present studies a coherent picture emerges, 
which seems to confirm these expectations. Between 1990 and 1995 the 
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number of requests for physician assisted death in due course increased by 
thirty-seven percent and explicit requests increased by nine percent, while 
the number of all deaths increased by somewhat over five percent. 
Euthanasia increased from 1.8% to 2.4% of all deaths. Although sampling 
variability cannot be ruled out as an explanation, the fact that in both 
studies an almost identical increase was found makes artifact very 
unlikely. The constant low rate of physician assisted suicide is somewhat 
surprising, given the general tendency toward patient autonomy. It must be 
kept in mind however that in the Netherlands the physician's responsibility 
in physician assisted suicide is considered not to be different from that in 
euthanasia. The physician should verify whether the patient has died and 
be prepared, if necessary, to give a final injection. The proportion of life- 
ending without explicit request has decreased somewhat. Here too, chance 
fluctuation can not be ruled out as an explanation, but the decrease is 
found in both studies (the 1990 interview study did not allow for 
sufficiently reliable estimates, but the number of cases was certainly 
higher than in the 1995 study). The proportion of deaths in which opiates 
were administered with possible life-shortening effect or in which life 
prolonging treatment had been withheld or withdrawn remained constant 
and increased somewhat, respectively. However there was a shift in 
intentions. The proportion of cases of alleviation of pain and symptoms 
where hastening death had been partly the intention dropped from twenty 
to fifteen percent. It is very likely that a number of cases that in 1 990 were 
counted in this category, now are considered to be euthanasia. Within the 
group of non-treatment decision a shift toward a more explicit intention to 
hasten death also can be observed. It must be noted however, that in the 
Netherlands such explicit intentions are discussed quite openly, as they are 
understood not to stand by themselves, but to be derived from the 
physician's duty to alleviate or end suffering. 

Data from other countries on physicians' opinions and practices of 
euthanasia and physician assisted suicide are scarce. Emanuel found in a 
sample of US oncologists that fifty-seven percent had at some time 
received a request and fourteen percent had actually at some time 
performed euthanasia or assisted in death.^^ In a sample of UK general 
practitioners and hospital consultants Ward found thirty-three percent and 
thirty-two percent, respectively.®'’ In a sample of physicians in South 
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Australia Stevens found sixty percent and nineteen percent, respectively.'^^ 
In Danish physicians' Folker found thirty percent an five percent respect- 
ively.“ In Oregon physicians Lee found that twenty-one percent had 
received a request for physician assisted suicide the past year and seven 
percent had ever written a lethal prescription requested by a patient.'^'’ In 
Washington State twelve percent of physicians had received a request for 
physician assisted suicide and four percent for euthanasia. Of both types of 
request twenty-four percent were granted. Although comparability is 
limited, these figures are consistently lower than those found in our 
studies.™ 

Notification Procedure 

As there is no other country in which a similar or any other legal procedure 
in this respect has been in use for a sufficient period of time, no 
comparable empirical information is available from elsewhere. 

The first research question to be answered was to what extent the 
notification procedure serves its purposes: 

1. To encourage physicians to disclose their practice of assisting with 
death. The notification percentage of euthanasia and physician assisted 
suicide rose from an estimated eighteen percent in 1990 to about forty-one 
percent in 1995. The notification percentage of life-ending acts without the 
explicit request of the patient remained very low. This may be caused by 
statements made by the previous Minister of Justice that reporting such 
case would always lead to prosecution. 

2. To promote compliance with the requirements for prudent practice. 
Comparison of the 1990 study and the present study shows that procedural 
requirements are more often met nowadays. Procedural requirements are 
also more often met in reported cases than in unreported cases. The 
substantive requirements for prudent practice were met in the large 
majority of cases, reported and unreported, which was already the case in 
1990. 

3. To guarantee that reporting of physician assisted death is dealt with 
uniformly throughout the country. Uniformity has been obtained to a large 
extent at the beginning and at the end of the procedure: almost all 
reporting has been to the Coroner and all reported cases have finally been 
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presented in the Assembly of Prosecutors General, which promotes 
uniformity in (non)prosecution policy in all districts. Other aspects still 
show a great variation: the checklist which is part of the notification 
procedure is only used by about half of the physicians and the time which 
elapses between notification and informing the physician whether or not 
the case is dismissed varies widely between districts. 

The results show that the notification procedure has improved public 
control in this area. At the same time these studies show that there is still a 
large difference between the present number of cases reported and the 
number of cases that public policy would require to be reported. This 
regards in particular cases in which there was no explicit request from the 
patient. 

The second research question was whether options for improvement 
could be identified. The study shows that a large majority of Dutch 
physicians are willing to be reviewed regarding their practice of physician 
assisted death. The high participation rates in studies such as ours 
illustrates the support of the medical profession for some form of public 
control in this area. Most physicians, however, seem to prefer that cases 
not be examined by the Public Prosecution. The notification procedure 
might be adapted in that respect. If physicians were be better informed 
about the percentage of cases prosecuted and the reasons for prosecuting, 
the fear of prosecution could be minimized and the willingness to report 
would be increased. The administration of reported cases could also be 
improved by reducing the fuss and paperwork and the period of suspense 
for the reporting physician. Explicit formulation of the non-prosecution 
policy of the Public Prosecution might also help to increase willingness to 
report. Furthermore, an explicit policy would create the possibility to settle 
reported cases at the district level, at the same time maintaining 
uniformity. This would be necessary if there was a further increase in the 
number of reported cases. 

Thus, we think that the number of reported cases may show a further 
increase. However, this increase will have an upper limit, because it is to 
be expected that there will always be cases in which not all requirements 
are met, especially with regard to the patient's request. Terminally ill, 
seriously suffering patients who are not able to express their wishes and 
have no advance directives will continue to create some of the most 
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difficult situations involving decision-making in medical practice. 
Probably physicians will be more open to examination in a less threatening 
and more educational system, with more involvement from the medical 
profession. Optimal conditions can be created by systematic education of 
physicians in the whole field of end-of-life decision-making and a public 
climate in which discussion concerning end-of-life decisions with severely 
ill patients and their relatives becomes a natural part of the patient-doctor 
interaction. We wish to emphasize that this should cover the whole range 
of decisions, including whether or not to start or continue life-prolonging 
treatment. 

Safe Ground or Slippery Slope? 

A major issue in the debate about euthanasia is whether some form of 
social acceptance of physician assisted death when it is explicitly 
requested by seriously ill patients can be considered as an initial step in the 
direction of a situation which is totally undesirable to society. Although 
this question is often raised in the context of ethical debates, it is, in our 
opinion, primarily an empirical question. To provide an answer requires 
periodical, accurate and identical assessment, as has now taken place 
twice. Of course, five years may be too short a period, and the results are 
only applicable to the Netherlands, where considerable security is 
incorporated in the health care system and the legal constitution. 

A further specification of the question is: Is there an undesirable and 
uncontrolled increase in the number of cases in which physician assisted 
death occurs? Undesirable in the sense of: too frequent and/or with undue 
care, and uncontrolled meaning: avoiding public observation and 

monitoring. 

Too Often and/or With Undue Care? 

There appears to have been an increase in the practice of life-termination 
at the explicit request of the patient. As has already been said, this can 
probably partially be explained by the willingness of physicians to 
attribute a deeper intention to their end-of-life decisions. Another reason 
seems to be the result of a social development in which younger 
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generations tend more often to request euthanasia and physicians are 
possibly more often willing to grant such a request. Compared with 1990, 
the percentage of explicit requests at a later time which have been granted 
by physicians have shown a slight increase. There are no signs to suggest 
that there is an increase in the practice of physician assisted death among 
vulnerable patient groups. Physician assisted death among nursing home 
patients continues to be a rare occurrence. The number of cases of suicide 
assisted by psychiatrists appears to be very few. There are no indications 
of an increase in the practice of life-termination among less chronically ill 
patients. The reported extent of life-shortening shows no significant 
change compared with 1990. 

One important fact is that the practice of life-termination without an 
explicit request from the patient is still considerable, but has shown a 
slight decrease. The increasing possibility to discuss the matter openly 
with patients and relatives, and also with colleagues and carers, could be 
the reason for this. Other aspects of the decision-making also show 
improvements, as can be seen from the decrease in the number of cases in 
which there has been no discussion with a colleague, the more frequent 
adherence to the requirements of adequate consultation and the increase in 
record keeping of the decision-making. The technical performance of 
euthanasia also seems to be carried out with greater expertise, which is 
also apparent from the increase in use of the medication and methods 
recommended by the Royal Dutch Pharmaceutical Association (KNMP). 

Avoidance of Public Observation and Monitoring? 

In the past five years physicians have been given greater openings in many 
respects. There has been a considerable increase in both the absolute 
number of notifications and the percentage of actual cases of euthanasia 
and assisted suicide. The assessment potential of notified cases appears to 
be good. However, the majority of cases of euthanasia and assisted 
suicide are not reported. The practice of life-termination without an 
explicit request is still seldom reported, which implies that there has been 
no increase in the legal assessment of this practice. 

The widespread participation of the medical profession in this study, 
and also in the study conducted for the Remmelink Committee five years 
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ago, has made it possible to obtain good insight into the practice of 
medical end-of-life decisions in the Netherlands and the coping with the 
notification procedure. 

Our conclusion is that the public control of the practice of physician 
assisted death is still far from adequate. However, there is no question of 
sliding down a slippery slope; on the contrary, notification behavior has 
clearly improved. Furthermore, widespread participation in this type of re- 
search can not substitute the assessment of individual cases, but it can help 
to clarify medical practice concerning the end of life. 
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Table 1. Euthanasia and other end-of-life decisions in the Netherlands 1990-1995 







1995 


1990 




Total number of deaths in the Netherlands 


135,500 


100% 


128,800 


100% 


No end-of-life decisions made 


78,600 


58 


79,800 


62 


Sudden and unexpected death 


42,000 


31 


38,600 


30 


Other deaths without end-of-life 
decision 


36,600 


27 


41,200 


32 


Physician assisted death 


4,500 


3.4 


3,700 


2.9 


Euthanasia 


3,200 


2.4 


2,300 


1.8 


Physician assisted suicide 


400') 


0.3 


400 


0.3 


Ending of life without the patient’s 
explicit request) 


900 


0.7 


1,000 


0.8 


Alleviation of pain and symptoms with 
possible life-shortening effect 


25,100 


18.5 


22,500 


17.5 


Partly with the intention of hastening 
death 


4,100 


3 


4,500 


3.5 


Taking into account the probability or 
certainty that death will be hastened 


21,000 


15.5 


18,000 


14 


Withholding or withdrawing life- 
prolonging treatment 


27,100 


20 


22,500 


17.5 


With the explicit intention of hastening 
death 


17,600 


13 


11,000 


8.5 


Taking into account the probability or 
certainty that death will be hastened 


9,500 


7 


11,500 


9 



Including 2-5 cases of assisted death in psychiatric patients, in which a psychiatrist 
assisted in suicide (No comparable data for 1990) 

2) Including 10-15 cases in which the life of an infant under one year of age had been 
ended by administering drugs, without a previous decision to withhold or withdraw 
life-sustaining treatment, and 80 cases in which life-sustaining treatment had been 
withheld or withdrawn where after a drug had been administered in order to hasten 
death. (No comparable data for 1990) 
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Table 2: Physicians' practices and attitudes regarding euthanasia or assisted suicide (%), 
interview study 



Euthanasia or 
assisted suicide 


General 
practitioners 
1995 
n= 124 


Clinical 

specialists 

1995 

n=207 


Nursing home 
physicians 
1995 
n=74 


Total 

1995 

n=405 


Total 

1990 

n=405 


Ever performed 


63 


37 


21 


53 


54 


(Had performed 
during the 
previous 24 
months) 


(38) 


(16) 


(3) 


(29) 


(24) 


Never performed 
but would be 
willing under 
certain conditions 


28 


43 


64 


35 


34 


Never would but 
would refer to 
another physician 


7 


15 


10 


9 


8 


Never would 
perform or refer 


2 


4 


5 


3 


4 


Total 


100 


100 


100 


100 


100 



* Percentages are based on weighted data so row totals cannot be directly computed as 
weighted averages of separate entries. 
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Table 4: Decision characteristics in life-ending acts without explicit request of the patient 

compared with characteristics of euthanasia, assisted suicide and alleviation of pain and symptoms 
(%), death certificate study 



Decision characteristics 


Euthanasia 


Life- 


Alleviation 


Non- 


Life- 




and 


ending acts 


of pain and 


treatment 


ending 




assisted 


without 


symptoms 


decisions 


acts 




suicide 


explicit 






without 






request 






explicit 

request 












1990 




n=282 


n=64 


n=1161 


n=1097 


n=47 


Discussion, request, previous 
wish: 

Discussed, explicit request 


100 




19 


20 




No explicit request, but discussed 




52 


24 


25 


59 


or previous wish 

Not discussed and no previous 

wish 




48 


42 


51 


41 


Unknown 






15 


5 




Competence: 

Competent 


97 


21 


37 


26 


36 


Not competent 


3 


79 


47 


67 


56 


Unknown 


0 


0 


17 


7 


8 


Decisions discussedwith: 
Colleagues 


83 


59 


31 


52 


70 


Nursing staff 


33 


65 


30 


47 


66 


Relatives or others 


70 


70 


50 


68 


83 


No one 


4 


5 


16 


5 


2 


Unknown 


2 


0 


19 


7 


0 


Drugs administered: 
Morphine only 


25 


64 


73 


24 


44t 


Morphine in combination with 
other drugs (excl. neuro- 
muscular relaxants) 


14 


17 


11 


6 


18t 




Neuromuscular relaxants in any 


46 


18 


0 


0 


19t 


combination 










Other 


12 


0 


2 


1 


19t 


Unknown 


2 


0 


15 


2 


ot 


Shortening of life: 
< 24 hours 


17 


33 


64 


42 


42 


1 day to 1 week 


42 


58 


16 


28 


44 


1 to 4 weeks 


32 


3 


3 


15 


6 


> 1 month 


9 


6 


1 


8 


8 


Unknown 


0 


0 


15 


7 


0 



* More than one answer possible. 

t Data from interview study 1990; not asked in death certificate study 1990. 
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Table 5: Number of physician assisted deaths reported to the Public Prosecution, 

discussed in the Assembly of Prosecutors-General, inquests, prosecutions and published 
court decisions, 1981-1995 inclusive 



Year 


Number 

of 

reported 

cases* 


Number of 
cases 
discussed 
in detail 


Number of 
inquests 
followed 
by 

dismissal 


Number of 
prosecutions 
directly or 
after inquest 


Published final court 
decisions 


1981- 

1985 


71 


NA 


1 


8 


1 acquittal 


1986 


84 


NA 


1 


2 


2 acquittals; 1 conditional 
imprisonment 


1987 


126 


NA 


1 


3 


1 acquittaP; 1 discharge 


1988 


184 


NA 


1 


2 


2 conditional 
imprisonments! 


1989 


338 


NA 


2 


1 


1 acquittal! 


1990 


486 


NA 


- 


- 


- 


1991 


866 


14 


- 


1 


1 discharge 


1992 


1201 


17 


2 


2 




1993 


1304 


26 


11 


4 


2 acquittals 


1994 


1487 


27 


6t 


5t 


1 acquittal; 2 guilty without 
punishment 


1995 


1466 


36 


3’ 


11 


1 acquittal; 3 conditional 
imprisonments!; 

1 guilty without 
punishment 



NA: data not available 



‘ before 1990 this concerns the reported cases by date of discussion in the APG; after 1990 by date of 
death, respectively notification. Between these dates there can be months of delay, 
t (once) with a fine 
* in 3 cases the inquiry has not yet ended 

§ twice the physician was discharged of liability to conviction by payment of a fixed fine, because he 
had reported the euthanasia case as a natural death 
I in 4 cases the inquiry has not yet ended 
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Table 6: Characteristics of reported and unreported cases of euthanasia and assisted 

suicide, reporting physician interviews 





reported 

n=68% 


unreported 

n=68% 


95%-confidence 
interval of the 
difference 


Patient characteristics 

Sex 

-male 


53 


62 


-22.8 to 8.1 


- female 


47 


38 


-8.1 to 22.8 


Age 

- 0 to 49 years 


27 


11 


1.3 to 23.8 


- 50 to 64 years 


34 


17 


2.3 to 31 


- 65 to 79 years 


27 


50 


-38.9 to -6.6 


- over 80 


13 


23 


-22.2 to 4 


Diagnosis 

- malignant neoplasms 


65 


79 


-22.8 to 0.7 


- diseases of the circulatory system 


7 


8 


-9.2 to 9.2 


- diseases of the nervous system 


13 


3 


-0.6 to 12 


- diseases of the respiratory system 


4 


5 


-5.2 to 5.2 


- other diseases 


10 


6 


-5.5 to 11.6 


Shortening of life 
- more than half a year 


19 


11 


-5.1 to 16.8 


- 1 to 6 months 


19 


24 


-18.2 to 9.4 


- 1 to 4 weeks 


38 


33 


-12.1 to20.9 


- 1 week at most 


19 


24 


-15.8 to 8.5 


- less than 24 hours 


6 


8 


-9.6 to 7.6 


Requirements for prudent practice 

Request 

- highly explicit 


100 


92 


1.9 to 10.3 


- rather explicit 




8 


-5.9 to 1.2 


Written will present 


75 


44 


16.3 to 48.4 


Unbearable suffering according to physician 
- utterly 


63 


64 


-12.5 to 18.4 


- to a high degree 


25 


23 


-11.2 to 17 


- to a lesser degree 


12 


13 


-8.2 to 8.2 


Hopeless suffering according to physician 
- utterly 


87 


87 


-10.1 to 16 


- to a high degree 


10 


11 


-11.3 to 11.3 


- to a lesser degree 


3 


2 


-3.6 to 4.4 


Alternative treatments available 


25 


24 


-12.3 to 15.3 


Consultation 


93 


18 


71.9 to 82.4 


Written report on decision-making* 
- yes, separate report 


35 




25.2 to 35.3 


- yes, notes in the medical record 


84 


57 


12.9 to 36.4 


- no 


3 


43 


-42.6 to -27.5 


Other characteristics 

Discussion with colleagues 


100 


58 


33.9 to 44.1 


Contact with relatives of the patents 


99 


92 


-10.6 to 11.7 


No technical problems with administration of 


87 


91 


-12.3 to 7.9 











*more than one answer could be given 
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Table 7: Most important reason(s) to discuss reported cases in the Assembly of Prosecutors- 

General, 1991-1995 inclusive 

n=120% 

38 

25 

( 11 ) 

( 8 ) 

doubts about whether the request was voluntary, well-considered and/or (J) 



persistent 

Doubts about consultation 24 

no (sufficient) consultation (13) 

no independent consultant (9) 

consultant performed euthanasia (3) 

Doubts about suffering being hopeless and nnbearable 23 

available alternatives refused (9) 

not specified (13) 

Doubts about performance 13 

physician not (continuously) present (7) 

less appropriate drugs (4) 

administration by other than physician or patient (2) 

Doubts about force majeure 5 

physician was not the attending physician (3 ) 

drugs taken weeks after delivery (2) 

Primarily mental suffering 5 

Reported as natural death 4 

Inadequate report 3 

Other 4 



Terminal phase absent or not clear 

Doubts about request 

no explicit request* 

old or non-written explicit request 



8 newboms/children and 5 (sub)comatose patients. 
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Table 8: Opinions on notification and review procedures (weighted percentages) 



Random 


Reporting 


Coroners 


Public 


sample of 


assisted deaths 




prosecutors 


physicians 


1994-1995 







Do you feel that every case of physician assisted death has to be examined in 

another? 


one way or 




n=405 


n=147 


n=116 


n=48 


Yes 


65 


88 


93 


92 


No 


35 


12 


7 


8.00 


Should 


examination take place beforehand, afterwards, 


or beforehand and 


afterwards?’ 




n=358 


n=138 


n=112 


n=48 


Before 


30 


16 


17 


2 


After 


28 


24 


26 


46 


Both 


42 


60 


57 


52.00 



Who should examine the cases beforehand and/or afterwards in the first instance?^ 





Before 


After 


Before 


After 


Before 


After 


Before 


After 




n=266 


n=250 


n=105 


n=115 


n=84 


n=94 


n=26 


n=47 


Medical 

profession 


86 


42 


81 


31 


71 


22 


66 


13 


Committee not 
restricted to 
medical profession 


22 


34 


16 


30 


42 


36 


58 


36 


Inspectorate for 
Health Care' 




18 




14 




16 




23 


Coroner' 




25 




30 




63 




19 


Public Prosecutor' 




20 




18 




37 




51 


Others 


15 


16 


10 


15 


28 


10 


8 


19.00 



Which cases of physician assisted death should be examined afterwards? 





n=243 


n=110 


n=92 


n=47 


All cases 


66 


81 


84 


85 


Randomly selected cases 


17 


4 


7 


0 


Doubtful cases, selected beforehand 


12 


9 


6 


6 


Otherwise 


6 


3 


3 


9 



* 80 physicians from study I, 14 physicians from study III, 5 Coroners and 4 members of the Public 

Prosecution who answered 'no' to the first question, qualified their answer by saying 'no, not always'. 
These respondents have also answered the other questions reported in this table, 
t Categories of answers were offered to respondents in writing. More than one answer could be given to 
this question. 

t These categories were not offered as answers to the question "Who should examine beforehand". 
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Section Two 



Current Commentary 




Chapter Nine 



Palliative Care: Dutch Hospice and Euthanasia 

Zbigniew Zylicz 

We need to be more specific about the diagnosis of patients requesting 
euthanasia. A colleague and I have published observations about this in 
Dutch.' We have now constructed a model of five categories. Each of the 
group is characteristic and requires a different intervention. This model 
makes clear that preventability of euthanasia may differ from group to 
group. 

Category A Patients 

Category A is the majority category. It contains all the people who 
primarily are afraid of the symptoms of dying and of the horrible pain 
associated with them. Sometimes they anticipate this suffering ahead of 
time, although they are not yet suffering the effects of their disease. These 
people frequently have had many disappointments in the past, including 
delayed diagnosis of their disease, and subsequent neglect of their pain and 
symptoms. They request euthanasia out of an experience of inadequacy of 
care. 

About eighty percent of our patients are in this category. When they 
become hopelessly ill, they ask for euthanasia. We try to show them the 
possibility of another perspective, a perspective of good care; safety and 
rest. Often this approach works, because in this category patients are 
actually afraid of symptoms that frequently never come or are not usually 
seen in the disease they have. 

The best treatment we found is communication and keeping 
appointments. Once communication channels are established, these 

patients can leam to trust their care givers. We must get to the 

appointments with them on time, not one hour late, because every 
disappointment is one too much. These disappointments are like betrayals 
and contribute to fears and anxiety. All of the patients at our hospice 

feared at some time in the hospital that " there is nothing to be done" to 




188 



Asking to Die 



help them. Thankfully, this category of patients is relatively easier to 
treat. This is what Hospice is all about, providing good care and safety at 
the end of life. Our promises can be fulfilled. 

Category A patients adjust rather readily to this approach, within a 
matter of several days. We clearly ask what they feel about their suffering 
at the moment and whether they still want to pursue getting euthanasia. 
Most of the patients say no, it is better now. Most of our patients are 
dying at home, surrounded by their families and not in the institution. 
They no longer fear that a doctor would come in the middle of the night 
and transfer them away from that environment to die in a hospital. They 
have a feeling of total care, not just physical, but personal and spiritual as 
well. 

A good example of a Category A patient was an elderly lady who 
came to me with the signed papers for euthanasia. We never refuse to 
admit a patient to hospice when they request euthanasia; we think they 
need us. We are there for them to help them work through their dying. I 
asked the lady to tell me her story, especially what she was afraid of This 
lady said, after 1 0 minutes of discussion, that her father fourty years ago 
had exactly the same disease she had, and that he suffered horrible pain. 
She and her sister begged the doctor to give him morphine. His doctor 
said no, he would not give it because her father would die from it. In 
effect he refused to treat this patient’s pain. This terrible experience 
influenced her all her life. Forty years later, she has this same disease and 
is scared to death the doctor will say no to morphine for her pain. 

As a result of this experience, she was one of the first persons to sign a 
paper authorizing euthanasia about twenty-five years ago, and was proud 
of it. I told her that I would contract with her, sign statements if she liked, 
to promise never to refuse morphine when she was in pain. I gave her 
back her autonomy and her security. She died after five weeks here. We 
continually monitored her suffering and asked her about her thoughts, 
including her need for euthanasia. She said no, she was perfectly 
comfortable and did not need anything else. 
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Category B Patients 

Much more difficult is Category B. These people are burnt out. The pain 
is usually not the primary symptom. They are at the very end of their 
illness. Sometimes, even with perfect control of symptoms, patients 
appear to be dead psychologically but not physically. We maintain them 
in life even when we would not want to do so. One family recently stated: 
"It’s like a sailing ship when the wind calms down." The stress in this 
period may be very high, but nothing really happens to the patient for a 
time. 

Just as they are burned out, and their family is also, so too are the care 
givers. This becomes a very big problem for everyone concerned. The 
stress of caring for such persons can be enormous. Sometimes we decide 
to provide good sedation. What we do here is just provide good sedation. 
People sedated usually die peacefully. In that way we try to accommodate 
them and their families, and make their death as natural as possible. The 
patients are already withdrawn and totally empty of affect. There is a 
great deal of suffering with this situation. The most important treatment is 
the prevention of the burn-out. Making right decisions at the right time is 
essential. Sometimes this may be withdrawing the intravenous infusion of 
nutrition and hydration, or the withdrawal of tube feeding. 

This category may constitute only five percent of patients requesting 
euthanasia. They all die under heavy sedation, having said their good- 
byes long ago. Because of the suffering of such patients, I think many of 
my colleagues would provide euthanasia and make their final days shorter. 

I could not blame them for this decision. I simply offer another alternative 
of heavy sedation. In this way we do not overstep the bounds of hospice 
and directly cause a death. It is the stress that is treated by us with 
sedatives and we believe it is better than euthanasia, although the 
differences may look quite semantic. 

Category C Patients 

Category C centains something very strange. This "something" is a 
product of our culture. People in this category are control freaks. They 
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come here and say, "this room is very dark, I will never like the light here. 
I'd like to be over there." Or, "I’d like you to provide me a shot to end my 
life, but only after my birthday." They want to be in control and 
manipulate everyone around them to that end. They are not suffering in 
any classically understood way so that we can help them; theirs is a totally 
unique suffering of a loss of control. Sometimes with good symptom 
control we can show them they are not in pain, but even this seems not to 
have an effect on them. 

Patients in this category are usually young and wealthy people. They 
have been used to having everything they want, and this affects their 
political way of thinking as well. Such persons try to influence a lot of 
people from Category A, who are by contrast, less well-off, old, frail, 
afraid, and not so certain. Although Category C is much smaller than 
Category A, a lot of attention is paid to patients in this category. Their 
demands are high. We may be biased here in Hospice. The general 
practitioners are used to more patients like this than we have. 

This is a difficult category to address because these are usually young 
people whose minds are set on euthanasia. Usually we cannot help them, 
and tell them that hospice may not be the ideal environment for them. We 
see such a patient once or twice a year. One can say that there is no 
medical necessity for euthanasia here. Even so, we never deny admission 
to the hospice. 

One of the characteristics in this group is egocentrism. The patient is 
so busy controlling his life that the patient does not see the people around, 
such as family members. Sometimes it helps to make them aware that 
euthanasia may hurt these people; that they are beloved and not alone in 
this world. 

Category D Patients 

Category D is the second largest category of patients, we have found. It is 
a category of depression. The very desire for euthanasia is intimately 
linked with their depression. It is a sign of that depression. About fifteen 
percent of our hospice patients are depressed in this way. Addressing the 
depression with psychotherapy is very helpful. If possible, we use 
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antidepressants. We can get great results with this treatment effort. 
Usually we use paroxetine as the older tricyclic antidepressants are too 
toxic in this group of patients. In the Netherlands, there is still a major 
controversy about treating the depression of dying persons. Some say that 
depression is a natural consequence of dying. It is healthy and should not 
be treated. As a result I do not treat every depression, but try a balanced 
approach. Many people are not depressed, but burnt out (Category B). 
For them, antidepressants will probably not help. 

The patients in Category D, however do recover. They get back into 
their life and their surroundings. They are the ones who tell us that they 
are glad they did not receive euthanasia. In palliative care, then, we need a 
very good and early diagnosis of depression, almost an exquisite one. 
What is the reason that people are depressed? Are people in a state of great 
anxiety, are they afraid of things that have never happened but realistically 
may happen, or are their fears unfounded? 

Right now there is a gentleman in our hospice with tracheostoma and a 
slowly growing thyroid cancer. Before coming here he requested 
euthanasia from his General Practitioner. He was horribly afraid of 
choking while being alone. Now here he is feeling perfectly comfortable. 
When he rings his bell we know something is wrong, and we are there 
within one minute, and he knows this. We also have a very special way, if 
he were to choke, to treat him with medicine which is in his drawer. The 
nurse does not have to leave to prepare a syringe. She can stay with him. 
The injection will make him unconscious so he would be able to die 
peacefully, probably rather quickly. This medication is made ready to use 
only for the time he would be in very great distress. 

This is not euthanasia, but acute symptom control with the risk of 
death. This is called the "double effect" in the ethics literature. We say it 
is better and much more convenient and our patients are happy about it. 
They are happy about the presence of care givers, the promise of a quick 
response to their distress, and their safety. Many people from Categories 
D and A are afraid because they are not safe. If they are alone at home, 
and something happened in the middle of the night, they are afraid no 
doctor or nurse would be available to help them. If it takes a half an hour 
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for such a response, they fear they would be in horrible distress and pain, 
and die this way. 

Another case was that of an elderly man with a terminal phase of 
bronchial cancer who had been a captain of cargo ships that sailed all over 
the world. He had been retired for twenty years and was eighty-six years 
old. He had an elderly lady friend in another city who also became sick 
about the same time as he did. After six or seven years of various 
treatments, he was physically separated from his friend because his 
daughter had to move him closer to her home. It was the only possibility 
to take care of him while he was dying. He was very depressed, and this 
added to his suffering since he liked this lady very much. It was also 
difficult because his unmarried daughter was fifty years old with her own 
life, her own autonomy, and was not used to taking care of her father, 
though she loved him very much. 

When this gentlemen was assigned to the hospice for one week of 
respite care in order to provide some relief for his daughter, he did not like 
it, and went back home even more depressed. His daughter could not 
leave a knife on the table because she was afraid he would cut his wrists. 
He was so aggressively angry at this point, that his daughter became 
extremely frightened. He would only talk about euthanasia. There was a 
nurse taking care of this man and she had heard him talking to his 
daughter about euthanasia, and his daughter’s resistance to the idea. 
Behind my back, the daughter’s back, and the back of the GP, this nurse 
provided the patient with a great deal of information and the documents 
about how to start the process of requesting euthanasia. She told him what 
he needed to sign and where to call. The daughter found these papers in 
the father’s dresser and was very upset with the nurse. 

I saw that the patient was very depressed and decided that the father 
needed to be treated with antidepressants. There are some antidepressants 
now that have very few side effects. Before I would never have given a 
terminal patient antidepressants because of the side effects, but now there 
is a good class of medicines available. I started treatments with one of 
these drugs and within ten days he got out of bed, and walked each day to 
a chair to read the newspaper. He started reading books that he once read 
to his daughter when she was very young, books he still enjoyed. He 
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began eating a lot better. The same nurse who gave him the euthanasia 
materials now said, when you provide so much food for him, he will never 
die. The daughter responded, that she would give her father whatever he 
wanted. At that time I told them that his tumor was growing rapidly, and 
that offering him food would not prolong his life, not to worry. 

He was very interested in politics and medicine and now had many in- 
depth conversations in which before he had no interest whatsoever. 
Eventually something happened, a sort of miracle. He admitted that all 
this suffering was worthwhile. He had a discussion about this with his 
daughter, and she suggested calling his lady friend to see how she was 
doing. He said, he would not wish to call her, but rather to call his wife. 
The daughter told me later that her mother died twenty-five years ago 
when he was on a ship in New Zeeland. His wife died suddenly and he 
was unable to come for her burial, and could not return for half a year. 
She said that for all these years they never talked about this. This was a 
taboo. Suddenly, they spent the entire evening talking about what 
happened then, and at that time, how she despised her father because he 
couldn't leave his ship for the funeral service. I think both of them had 
been waiting twenty-five years for this one evening. 

This case gave me a profound sense of rightness about what we are 
doing, to create the chance for such things to happen. This gentleman died 
peacefully two days later. We were told he had a stroke and died 
peacefully. 

Thus, we do not intend to medicalize terminal care, but some 
interventions are very necessary and doctors should be aware of this; when 
to start, where to start, and when to stop. By being present in the way I 
describe, we give our patients a good deal of comfort by promising them 
that they will be safe at the end. This also comforts them that they have 
some control over the final period of their life. This control is not the 
direct kind of Category C, however. We sustain the support system 
around the patient so we keep them and their families from burning out. 
The great majority of people say, "Thank you very much, doctor." They 
came to prefer our methods to their original euthanasia request. 
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Category E Patients 

Nobody can deny that despite all advancements in palliative care extreme 
difficult situations do occur. Even in the best centers, occasionally 
patients are seen with intractable and extreme pain. Severe, intractable 
and excruciating pain, understandably, may be the motive for a euthanasia 
request. In many cases the pain is caused by the invasion of the less vital 
anatomical structures without impacting on the patient’s prognosis. 

Much of the intractable pain can be avoided. The decisions to treat or 
not to treat may have to made earlier. On the other hand, some preventive 
measures can be undertaken which sometimes can avoid disasters. 

A seventy-five year old farmer suffered from bronchial cancer with 
vertebral metastases. He was very much disabled and in pain. His 
orthopedic surgeon referred him to the radiotherapist. He arrived there by 
taxi, unattended by a nurse and very much in pain. The radiotherpist said 
he could not help him unless he got proper analgesia. The patient went 
back, very disappointed. He never again wanted to be irradiated. Spinal 
damage developed and the patient suffered intractable pain until the end of 
his life, in spite of all possible pain control methods. The patient himself 
and his family begged for a lethal injection. The hospice-physician 
involved in the care only in the last week of his life could not change 
much in this tragedy. He decided to put the patient under narcosis and 
keep him asleep until his death thirty-six hours later. 

For this unique patient, euthanasia understood as "mercy killing," not 
as a "good death," may seem the most reasonable option. However, there 
is a real danger, that accepting it, and making it a common good, would 
disintegrate good and preventive care for the terminally ill. Doctors will 
become less creative and use less foresight when they learn to solve 
difficult problems in palliative care by euthanasia. Here the interest of one 
suffering patient may be in conflict with the interest of the society. 

It should also be noted that the principle of double effect brought up 
earlier may hardly work here, as a few patients may no longer react to the 
given drugs independent of their dose. Using very strong drugs, like 
barbiturates, which can undoubtedly contribute to earlier death must be 
seen again as an ultimate pain control and as a last resort. 
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Hospice and Euthanasia 

About twenty-five percent of our patients are very open about their request 
for euthanasia. We performed a study on thirty families of patients who 
were treated at our hospice. All of them were asked if they, or their 
deceased family member, ever considered euthanasia, and if they would 
feel free to talk about this with us. Our method was to perform in-depth 
interviews of about one and one half hours each by a trained student. 
Three months after death we asked the families about their experiences 
and how they now think about the original euthanasia request and the 
hospice experience. What did they think about our policy on euthanasia? 
All but one responded that they were very happy with, and very positive 
about, the experience. Only one patient’s daughter said something 
different: "I don’t understand why you don’t do euthanasia. Four years 

ago my father was dying in a hospital in horrible pain, and then the doctors 
came to me and asked if they could give him a shot. I said yes, and when 
they did, he died peacefully. I don’t know why you bother with all this 
extra hospice care." She did not appreciate our way of thinking or the care 
we gave her mother. This attitude is something conditioned by our 
culture, and is found increasingly among young and wealthy people. Why 
bother with all the extra hard work? 

I think this is a very important issue. Each of us working long enough 
in palliative care, and seeing hundreds upon hundreds of suffering people, 
can well image the attraction of euthanasia, and how it might sometimes 
be justified. We are not against euthanasia because of a particular patient 
or a specific case. Each doctor can provide specific cases for his or her 
point of view, for and against euthanasia. Physicians and others can have 
endless discussions in this manner. Each case proposed seems to trump 
the last one. In such discussions we never reach agreement. Instead, we 
are against euthanasia because of the danger of such large social 
implications in response to changes and shifts in society. 

Further, we see poor symptom control among physicians. In such 
instances, the doctor, who also is poorly trained in this area, rightly agrees 
that he or she can no longer help and cannot provide any other comfort to 
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such patients other than euthanasia. By contrast this and all hospices 
counter the argument that there is something to be done, namely providing 
good symptom control. We deny that there is an end to the care. We have 
a lot of literature to support us, and colleagues throughout the world who 
communicate by Internet about the possibilities for management of the 
symptoms. We have a huge number of books and journals from all over 
the world about this. There is so much to be done for these people. 

Palliative care is virtually unknown in Holland. People think they 
know palliative care because they use morphine or this or that drug, which 
of course we also employ. But palliative care is very much more than the 
use of painkillers. Our mission is not to fight euthanasia, or be against the 
law, or change it. Our ambition is to change the education of the doctors 
and their attitudes toward death and dying. To provide more knowledge 
and experience in this way can only help the care of the dying and the 
sensitivity of the profession. A good way to help is to provide consultation 
for doctors who are in need of some answers, and are themselves suffering 
when they have a patient they cannot help. We are concerned that after 
one or two experiences like this, physicians will always consider that 
euthanasia is the best option in such situations. The right way to proceed 
now, is not to forbid euthanasia and try to change the legal pathway that 
has existed for several years, but to focus on palliative care as a social 
movement that involves physicians, nurses, social workers, chaplains, and 
others to the families and patients, and thereby, to alter the way we think 
about approaching dying. 

We have very well developed care for chronically ill patients. I think 
there is very good acute care, if one compared the Netherlands to the 
United States, Great Britain, or many other countries. We spend a great 
deal of money on these types of care. It is technically the best there is. 
Yet we still deny death, and this is something in common with many 
other cultures too. Somehow at the end of the Twentieth Century we are 
coming to the maximum end of our possibilities for acute care, acute and 
curative medicine. We need to look upon people who are suffering and 
who are not to be cured. They are not now very interesting to doctors and 
to the whole health care industry, so little is invested in them. There are 
very few studies done on terminally ill patients. Ethically speaking, this is 
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a problem. There is simply not enough interest in this area. There is a lot 
to be done. 

Suffering 

What I have personally learned from the suffering of dying persons is that 
at the end of their life they have a lot of baggage, a kind of luggage of 
experience, and all of it is meaningful to them. There is an accumulation 
of their suffering in this baggage. It may not be truly pain- filled suffering, 
but it is suffering nonetheless. The source of this suffering is that many 
things occurred in their lives that were not addressed. Some of this 
suffering is relievable if addressed properly. There are many other things 
to do in palliative care outside of pharmacological treatment. We have a 
lot of people suffering in hospice because of their poor relationship with 
their spouse or their children. There are some things that are to be treated 
nonpharmacologically, and all of them belong to this interpersonal sphere. 

When we encounter people suffering this way, it is not a question of 
taking this suffering away. It would be arrogant to think that a shot of 
morphine will take the suffering away. But we can help to carry the 
suffering with the patient. This is a concept introduced by hospice long 
ago. Palliative care is to help walk along with the patient for this last part 
of life. Not everyone would like to accept the challenges of this work that 
we do. Each physician and nurse must choose to offer this intense kind of 
personal care. Happily there are many people who like this work and love 
the satisfaction. Creating the possibility of reconciled patients dying 
peacefully without pain is a big satisfaction to us. But the greatest 
satisfaction is that families come back to see us up to five months 
afterwards. We have a special bereavement care system in which we meet 
with the family frequently during and after their loved one’s death. We 
talk about what they saw and experienced in the process. This can then be 
part of their own luggage during life. How children have assisted their 
dying parents will have major implications for how they themselves will 
die thirty or forty years later. 

The basic form of suffering while dying is not so much pain, but an 
anxiety about the unknown. Our first experience of death most often is 
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when our grandparents die. Children do not understand death fully, but 
we find that they like to visit their grandparents in hospice. We invite 
them to come. Even though their grandmother, let us say, is suffering and 
in pain, she still enjoys their company and it has an impact on both of 
them. We hope this experience stays with the child. Later, when they 
have to face their parents’ death, they can draw upon this experience as a 
means for coping with their dying. 

This is a major contrast with the way society managed death in the 
more recent past. Many people died in institutions in the 50's and 60's. 
Even today, fifty percent of all persons die in institutions. Involvement of 
the family was insufficient in the past. They were asked to remain at 
home for the most part, and only were called when it was "over." This 
situation is now changing for the better and everyone can be happy about 
such a change. 

What we still see now is that younger persons, the family and friends, 
children, and the suffering patient are frequently panicking. They have no 
concept of what will happen next. This is true about dying at home as 
well as dying in institutions. At a hospice the family members know what 
will come next, since we explain fully how people are going to die and 
what is entailed in this process. In the future, armed with greater and 
greater experience like this, it will become much easier to think in such 
critical situations as happens in terminal care. 

Educational Issues 

We have examined medical education in universities around the world for 
training activities. For example, we calculated that each doctor receives 
on average a total of 250 hours of obstetrics training, on how to bring 
children into the world. Yet only three percent of all physicians actually 
do it in practice. By contrast there is nothing on death and dying but 
almost all physicians caring for patients must deal with their patients’ 
deaths. Almost seventy percent of physicians in the Netherlands have 
been involved in euthanasia of some sort. Yet there is virtually no training 
in treating dying patients and coping with the impending death. None of 
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the medical schools offer any thorough training for their young students. 
It is unbelievable how we deny the importance of such training. 

So many people are interested in the beauty of helping bring children 
into the world. But there are very few physicians truly interested in the 
corresponding beauty of helping people leave the world well and with 
dignity, of assisting them at this stressful moment of illness and death. 

It is important to note, then, that hospice is not a form of alternative 
medicine; it should be mainstream medicine. Doctors should be trained in 
palliative care; they should have a firm cognitive foundation in the 
principles of such care, but also they should cultivate a special attitude for 
dying people. I cannot stress this point enough. Euthanasia should never 
be seen as an alternative to good care. It was never meant to be this in 
Holland. It originated at the end of such care, when all else failed. But 
today it is growing to be seen as an alternative to the more difficult task of 
caring for the dying. What a frightening idea! 

I can admit that over sixteen years of experience in this field, I saw one 
patient that I was happy received euthanasia. I was there and was watching 
how it happened, and I accepted this approach for that patient. I am not 
against euthanasia because of this one case, but rather because I 
experienced so many other disturbing things happening with both the 
discussion and the practice of euthanasia in the Netherlands. 

It is hard to articulate the offensiveness of a pure-autonomy approach 
to euthanasia that is growing in society. People come to hospice and 
think, almost automatically, that they just have to ask for it and they can 
have everything they want. They are very open about talking like this. 
They imagine that once they ask, it will happen with a snap of the finger. 
It will be done. The whole family is suffering around them, and our care 
team is suffering with them too. They don’t perceive this or its 
importance. They only see their own interests. Although the focus of care 
should be on the dying, nonetheless, a definite form of self-centeredness 
and even egoism can be present from social expectations and a lack of 
experience with the dying process 1 already alluded to. 

Besides the sphere of personal relationships, euthanasia also has social 
implications. It is not part of the continuity of care; it is the breakdown of 
care. Politically speaking, we try to avoid answering the question of being 
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for or against euthanasia. In a very real sense, our emphasis on exquisitely 
careful comfort care means that euthanasia is almost completely outside of 
our interests. We are interested in providing good care to prevent people 
from being distressed. 

One year ago we admitted a patient from a small orthodox Christian 
hospital, quite far from here. The family was even further away and 
wanted their grandmother cared for in hospice at the end of her life. The 
doctor from this hospital called me about making the transfer, and the first 
thing he asked me was if we provide euthanasia in our hospice! When I 
said no, the doctor agreed to refer this patient to us. This lady came to us 
suffering from unrelieved headache. She had a nasogastric tube and was 
receiving 2000 calories of nutrition per day. The last three weeks she was 
at the hospital she had no defecation. She was completely constipated and 
nobody at that hospital seemed to have noticed. I would be very much in 
favor of euthanasia if I were that patient laying here with my needs unmet. 

I could very well imagine people in this state begging for relief that death 
could bring. They ask because they are suffering. We gave her medicine 
to relieve this constipation. She became more alert, and for the next two 
days was able to visit with her children from Canada. They had a 
beautiful two days before she died. 

Hospice Consults versus Euthanasia 

One aspect of the Dutch situation is the liberal interpretation of the law 
that in fact permits euthanasia. I fear for the consequences of this 
pathway. Such a tradition can very easily be abused, since it relies so 
heavily on the physician’s own judgment. As I noted, we see cases 
frequently enough of ignorance about palliative care that are causes of 
profound concern. On the other hand, there is a reluctance to stop 
treatment too, this mindless medicine where people continue to be treated 
when the effects are devastating on them. The case I just discussed is an 
example. The nasogastric feeding tube was not removed even though the 
patient could not excrete the feedings properly. That is not good care, yet 
only a few understand that. For me, euthanasia in many cases is actually a 
result of a denial of death. We need to learn to accept death and dying. 
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When you accept death and dying many things change, such as the 
medical denial of the dying process and looking for a measure of control 
over death we do not nor cannot have. 

In a hospice, we try to give a different kind of control to the patient; 
we try to give the patient his or her autonomy back. This is especially 
important in terminal cases, oncology most of all. In the beginning of a 
treatment course, the doctor possesses most of the autonomy by 
prescribing treatment and adjusting treatment modalities. Once the 
person’s disease becomes untreatable, however, patients need to regain 
more control over their dying. In our institution all medications given are 
to be described and explained to our patients. Along with the patient we 
decide what is to be gained from this treatment medication and if we 
should increase or decrease the dosage, or even stop this treatment. People 
like this very much. It should be a model of medical relationships in any 
case. 

We need people to accept death and dying as a normal part of life, to 
discover this special place in the lives of their loved ones, and to bring up 
our children to understand that. Medicine and nursing sciences can do 
more than they are doing now. In the sense of ending someone’s 
suffering, euthanasia is unavoidable. Taken broadly like this, the 
discussion occurs in many countries. We are closer to each other than we 
think. But legalizing euthanasia and creating rights to receive it is wrong, 
because then people will be waiting for doctors and nurses to administer it. 
It will snowball. I realize more and more people think legalization is 
acceptable. They currently reason that a neighbor could get it from a 
friendly doctor, but they are concerned that they might not be able to. 

Instead of this legalistic approach, the treating physician should have 
the phone number of the palliative care hospice readily available. A 
consult with specialists in caring for the dying would provide another 
perspective for their patients. This is starting to happen in our area. In the 
beginning we were despised and mistrusted by all the doctors in the 
region; they seemed to be afraid that we would unduly influence their 
patients. We try to avoid this complication of having dual providers. It 
has taken about two years, but now we have built up trust with other care 
givers. Many doctors now call us because both he or she and the patient 
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think that euthanasia is the only way out of intractable suffering. They 
like the idea that someone from this hospice will come to see the patient 
and offer a second opinion. In such a consultation, I never say yes or no to 
euthanasia. I say what alternatives might be possible. The GP usually 
decides that this is what he is looking for. We feel we are sparing some 
suffering for both doctors and patients. 

Exporting the Dutch Experience 

The Dutch experience about euthanasia offers some guidance to other 
countries that are considering it. First, stress should be on providing good 
care at the end of life, not on euthanasia that is a breakdown of such care. 
Second, educate health professionals in palliative care and hospice care. 
Third, do not legalize euthanasia, but do not forbid it either. Do not try to 
bind the hands of physicians but help them gain a better understanding of 
the needs of the dying, and of their role in limiting treatment and 
providing comfort in conjunction with their patients. The measure of our 
success in caring for the dying will be how few persons feel they need to 
ask for euthanasia. 

In this country we have asked the wrong question. For more than 
twenty years we have asked: are you in favor of or against euthanasia? 
This is a horrible question. It divides doctors, patients, the whole of 
society. People no longer communicate with one another. Small churches 
are closing their circle of care, and providing care only for their own 
members. A different question altogether would not be about approval or 
disapproval of euthanasia, but whether we can provide the care needed to 
prevent a euthanasia request. To prevent misery and make death and dying 
as natural and human as possible is a laudable human and social goal. 
Now this kind of question would unite people, rather than divide them. 

We are now at the discussion table, just four years after establishing 
our hospice, and those who care for the dying are keen to learn from us 
how this can be done better, and how we can do this together as a 
profession. There is a legislative impasse in our country about euthanasia; 
there is no way out of this division if it stays focused on euthanasia alone. 
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Today, the physician often initiates the discussion of euthanasia, 
having reached the end of his or her skills at controlling the suffering. 
Some people are so scared of euthanasia that when they receive any 
medication they are afraid that the doctor means them to die. The number 
of these people equally matches the number who are asking for euthanasia 
and would like to die soon. Both concerns must be addressed. If there is a 
legal right to euthanasia, I am concerned about these developments. 

Conclusion 

Euthanasia is most frequently requested as a consequence of 
disappointment, poor information, anxiety, depression, false hopes, and 
decrease in the doctor’s interest in the patient with a corresponding 
decrease in trust. In the area of palliative care, physicians can increase 
their knowledge and skills of practical and intermediate steps they might 
take to help the patient die comfortably. This gives the patient and the 
family a much-needed sense of security. Hospices can play a role in either 
offering care or in consultations, but as I have emphasized, its most 
important contribution to the debate about euthanasia may be the 
education of physicians. In any event, the worst case scenario in 
responding to a euthanasia request would be for a physician to turn to the 
patient and say, "I am sorry, but my church or belief does not allow me to 
do this." There is a way between offering euthanasia and turning your 
back on the patient. It is good compassionate care. 
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Euthanasia and the Power of Medicine 

Henk ten Have 

I am opposed to euthanasia for philosophical reasons. Once euthanasia 
becomes an acceptable medical act, then it influences the way all forms of 
medicine will be practiced. On the one hand, I seriously doubt that 
euthanasia should be an acceptable goal for medicine. On the other hand, 

I am even more concerned that euthanasia in practice overextends the 
physician’s role, rather than restraining it. 

Thirty-five years ago the euthanasia movement started as a type of 
protest against medical power. One objected to the fact that people could 
not die by themselves, that they had to be "managed" somehow in their 
dying, and that this management largely was assumed by doctors taking 
over what was once a private and family activity. The original impetus for 
euthanasia, then, was individuals who claimed personal autonomy over 
their own dying. The irony of the euthanasia debate in our country is that 
this protest against medical power has only served to increase medical 
power. 

This is true because the ultimate arbiter for euthanasia is not the 
patient but the physician. In the final analysis, it is not so much the fact 
that a patient requests euthanasia that drives the practice, but that the 
doctor must calculate how he or she will be able to comply with the 
request and with the legal guidelines for justifying the appropriate 
motives. Thus, a patient’s request for euthanasia, from the standpoint of 
autonomy, is not the sole reason for honoring the request. By the same 
token, when a patient cannot request euthanasia it is once again a medical 
judgment that suggests to a physician that he or she can perform it 
anyway. In the end I think the power of medicine has not been restricted 
at all in our country with respect to the debate and practice of euthanasia. 
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The Notion of Legally Justified Motive 

The source of this anomaly lies in the social and legal acceptance of a 
justification based on motive. Once a physician declares a motive to 
exercise compassion by putting a patient to death, this can be legally a 
defensible act. The problem of properly using the power of medicine also 
extends to patients. Both the lay public and physicians have not learned to 
accept the conditions surrounding death, and even death itself Instead 
they try to intervene to the very last. This means that the normal course of 
dying, a leave-taking, a letting-go, is interrupted by an interventionist act 
of euthanasia. 

Overtreatment 

The problem with medicine is that it is over treating and over-reacting in 
many instances, where it would be better not to do anything (except of 
course, control the pain). I think it is odd by comparison to other 
countries, that only now are the Dutch talking about normal Do-Not- 
Resuscitate policies, or other non-treatment institutional formats. Over the 
past thirty-five years in the Netherlands DNR Orders have not been an 
issue for widespread debate as they have been in America and England. 
We just launched into euthanasia with both feet first. In effect we leaped 
over all the other end-of-life discussions held in other countries, and their 
corresponding policy development. Just as is the case in those other 
countries, the focus of our concern in medicine, to blunt its incredible 
power, should be on the question, "How far should we go with a medical 
intervention?" rather than "What norms can be established for the final 
intervention of killing?" 

Nature and Intervention 

In general, those of us in Western Civilization have difficulties with the 
relation between nature and human activity. Not only in euthanasia, but in 
many cases, we try to solve problems by intervening that create other 
problems down the line. These other problems then provoke more 
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interventions. This occurs so frequently, that in trying to solve the original 
problem we lose sight of it in all the sequential ones that arise. Perhaps 
the original challenge to us should be re-thought as accepting some 
condition or other that is not perfect, and not perfectible without enormous 
human and social cost. This attitude of restraint, however, flies in the face 
of our proclivities. Not trying to make something more perfect sounds like 
a cultural heresy to those of us in the West. But our experience can often 
be that to try to perfect certain situations might lead to such damaging 
consequences that the original situation becomes only less perfect rather 
than better. This is how I see the euthanasia project in my country. 

Suffering 

In a profound sense, one cannot evade all suffering. Death is an enemy of 
life that cannot be defeated. I am not arguing, of course, that people 
should accept every kind of suffering. But the other position is also an 
extreme one, that it is impossible for us to accept any suffering at all; one 
must intervene before the suffering starts. In the end it renders impossible 
the insight that the happiness and perfectibility of life lies precisely in 
having to endure some type of suffering. One can learn a great deal from 
suffering. It is possible to have a positive experience from it. 

Mourning 

Euthanasia also represents a dysfunction in the mourning process. In the 
long run persons can accept the loss of their loved one when they have 
time to process that he or she is going to die. This process of coming to 
foresee the final leave-taking of a loved one is a terrible form of suffering. 
When one short-circuits this process, perhaps even more suffering occurs 
about the loss of a loved one than would have happened without the 
euthanasia act. 

Articulating what suffering really means to persons, both those who 
are dying and those who care for them, is incredibly complex. Yet it is so 
complex that, even if articulated well, it would fall on deaf ears. A shorter 
and altogether easier path is to claim that it is impossible for any other 
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individual to decide the meaning and value of suffering to a patient. That 
is one of the arguments in favor of euthanasia, of using death to eliminate 
such suffering. If the request of the patient is based on his or her 
unbearable suffering, then this request alone can be a justifiable motive for 
it. 

Reality is much more complex because it is not only the interpretation 
of his or her suffering by the patient that provides the motive to perform 
euthanasia, but also the doctor’s sympathy with that suffering, and an 
attempt by the physician to understand why the patients do suffer 
unbearably. The debate about euthanasia in our country reveals that these 
multi-layered interpretations of suffering by both the patient and the 
physician are changing. Take one example. A patient in the midst of denial 
about her growing dementia might say "I do not want to live any longer." 
Just being in the first stage of dementia is already in a state of suffering. 
This suffering focuses not so much on the real condition of dementia that 
she now has entered, but on the fears about ever becoming demented later. 
In a sense that desire for perfection I discussed earlier creates the 
conditions for individuals to reject any decline in their status. What is 
more, it permits them to interpret such fears about a decline as "unbearable 
suffering." It may have not have been "unbearable" ten years ago; but now 
it could conceivably be interpreted by patients and doctors as "unbearable" 
because of the developments of our euthanasia debate and the unique 
moral and legal pathways it has taken thus far. 

Personhood 

There has also been a change in the very definition of personhood as a 
result of our debate. This is a radical change in fact. A person is now 
defined only as a set of characteristics that may or may not apply to an 
individual. By contrast, traditionally a person was considered a bearer of 
characteristics, rather than just a conglomeration of them. A person is the 
substance with particular characteristics, but not solely a combination of 
those characteristics. The essence of this notion of personhood is that 
there is an intrinsic substance to the entity that exists, and has a value of its 
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own, even when many of the important characteristics are no longer 
present. 

Some of those important characteristics include consciousness, free 
choice, personality, recognition of others, and the like. There are also 
important characteristics that do not, strictly speaking, belong to the 
individual, but are perhaps "donated" by others to him or her. I am 
thinking here of relational characteristics like fatherhood or motherhood, 
boss, child, co-worker, and others like that. 

This helps us understand what is happening today. The concept of 
personhood is shifting from that of intrinsic dignity of the individual entity 
to a set of social characteristics that qualify one as a member of society. 
Our society is thereby changing what counts as a person. Once one has 
lost some of these socially-significant relations, then one thinks that it is 
time to die, and the loved ones and family eventually acquiesce in this 
decision. 

Looking at this problem from a different angle, I have been wondering 
a lot lately why people work in institutions for the mentally handicapped? 
There are 30,000 mentally handicapped in Dutch institutions, which is a 
large group of people. Why does our society even have these institutions? 
If one employs the criteria used by our society about the loss of 
personhood I sketched above, about the suitability of euthanasia for such 
persons, there is no real reason left to care for the severely retarded. Using 
the language of euthanasia, they are a complete burden to all the care 
takers. There is no feasibility for improving their quality of life. In other 
words, all interventions have been tried and have been exhausted. Their 
life style now is as good as it can get. The future will only bring them, at 
best, the same conditions, and at worst, steady decline. 

My point is, of course, that external characteristics as defining persons 
are inadequate. Ultimately, the only reason we care for the severely 
handicapped is that we are committed to an idea of intrinsic human 
dignity, not dependent on external factors alone. We treat them with 
respect because they are persons, not because they have qualifying 
characteristics like we have. It is from this deeper sense of personhood 
that we derive our duties to care for them, even if such care is very 
difficult and costs a lot of money. 
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We are in danger of marginalizing this entire class of persons if we 
continue to think of human dignity in terms of the euthanasia debate. This 
is happening without most of us realizing it. There is a loss of essentialist 
reasoning throughout society. Instead people talk of not wanting to 
continue their life if they cannot recognize others, or cannot hug their 
children. What makes their burden different from the burden of someone 
with mental illness or mental disability? The only thing that differentiates 
them is that the parents of the disabled and people that work in institutions 
that care for them do not want to ask questions about their quality of life as 
persons. 

The doctors and the parents who have a child with Down’s syndrome 
that they knew through diagnosis before birth, might now choose not to 
have an abortion. The child might end up with a severe case, and be sent 
to live in such an institution. Now they have the burden of having their 
child in the institution. I would not want to predict what will happen to 
this option in the future. In ten to twenty years the mentality of the present 
generation will mature along the lines I have sketched. They will be the 
parents and the care givers. At this time, the euthanasia debate and the 
care of the institutionalized are completely separate spheres. That 
separation by its very nature poses a danger, since, once the euthanasia 
reasoning becomes even more widespread, more and more people will 
recognize the incongruity of permitting the birth of babies with anomalies 
and keeping them alive when most people would not accept this quality of 
life for themselves and have chosen to do something about it, namely 
euthanasia. 

Right now, the public arena of the institutionalized is like an "extra- 
terrestrial" territory for the euthanasia debate. It is a protected arena. The 
questioning is only beginning now. It takes this line of reasoning. If the 
notion of intrinsic human worth is based on a theological notion, like the 
sacredness of human life, and that belief is no longer in ascendancy in the 
rest of society, no longer even very popular, then the plight of the retarded 
can no longer be separated from the euthanasia debate the way it has been 
thus far. When I earlier alluded to the way euthanasia has changed the 
way medicine is practiced, this is but one example. The loss of the 
significance of intrinsic human worth that is a consequence of that 
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practice, perhaps an even unintended consequence, will have detrimental 
repercussions for the marginalized citizens of our country. I suggest this 
will happen over the next ten to twenty years. 

Not Having Boundaries 

At present, I am not concerned that we will have a Nazi-type mercy killing 
in our country. This is a worry expressed by some foreign observers, 
especially about the Remmelink Commission report. On the other hand, 
there is no guarantee against the slippery slope happening within the 
morality of the medical profession itself Since so much freedom and 
regard has been given to the medical profession by the courts, there is no 
other real guarantee of moral probity in the Netherlands but the refinement 
of members of the profession. Physicians today must set very high 
standards of ethics for themselves and for their conduct. Nothing prevents 
them from having a lunatic unleash himself or herself within the 
profession. That person can hide what is being done, as well. There is no 
external accountability unless he or she is found out. That is the danger of 
the kind of system of trust established by the courts in the euthanasia 
debate. One can trust the medical profession to work out its standards of 
ethics, but that is the only thing you can do the way the prosecution is now 
determined. There is no other possibility of control. 

We had a case a few weeks ago of a doctor who did not observe any of 
the guidelines now established by the court and the medical profession. A 
patient in a nursing home died without anybody in the nursing home 
knowing why. The doctor said that she had requested euthanasia, but there 
was no proof of her request, no documentation or witnesses. He did not 
consult a colleague and he did not report ahead of time her eventual death 
by his action of euthanasia. Authorities found out later that he did 
euthanasia. This case is a good example of my argument. Since there is 
no evidence, in coming to prosecute him or even to accuse him of possible 
mercy killing, the entire burden rests on whether or not we are to believe 
the doctor. There is no other kind of check and balance mechanism. 

There should be an external possibility for control in euthanasia 
actions. I would say that health professionals world wide have very high 
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standards. Yet in a sense they are no better or worse than the average 
population. Why do we give them so great an amount of trust as a group, 
then? Because the patients trust them, society itself accepts that trust. 
They put the doctor I mentioned in jail yet his patients demonstrated 
against this because "he was such a nice man." Actually the kind of 
personality he has should have no bearing on whether he acted morally in 
this case, or even legally for that matter. 

Naturally we would like to think that the virtues of the physician play 
out in his or her choices. Yet this is an immense burden to place on any 
individual in a changing society. Without external norms, doctors are 
overburdened with all kinds of requests from the younger generation. 
How long can they cope morally with all the requests that society makes 
of them? There should be some guarantee of external control of the 
euthanasia, and other, practices, even for their own sake. 

Further to the point, not all doctors are interested in ethics. In our 
educational system, and that in most other countries as well, doctors have 
not learned to discuss issues like this. They have to learn how to cope 
with euthanasia requests in practice, learning as they go, and their 
overwhelming concern for patient suffering may override their better 
judgment in calmer circumstances. Even if we have a policy that an ethics 
committee had to set policies for implementing euthanasia decisions, it 
would not be a sufficient guarantee. Let us say an ethics committee set the 
policy that physicians would have to question patients about their value 
system when they begin to request euthanasia, many physicians would be 
embarrassed to do so, since they have not learned the subtleties of 
communicative interaction. They must be taught all rudiments of coming 
to make such a decision under the duress of terminal illness. Doctors have 
not learned to communicate about euthanasia. 

I am most concerned that they do not sufficiently explore what a 
patient means when he or she requests euthanasia. Efforts to communicate 
the extent of one’s suffering and that suffering is being ignored, can help 
the care giver learn to detect whether or not there is a real request for 
death. In practice I am not aware of extensive communication efforts 
being carried out. If you ask doctors about euthanasia procedures, of 
course they will give a kind of socially acceptable answer. They will say 
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that everything is done very carefully. How is it though that we really 
practice euthanasia? Given the data about poor communication in all other 
areas in medicine one reasonably must doubt if the communication is so 
deep and so sensitive in euthanasia. I suspect instead that the patients talk 
with their loved ones about their suffering and their request, and once 
having made up their mind, without a thorough exploration of palliative 
possibilities, they summon a doctor to talk about their decision. The 
physician, then, is left with determining how well thought-out the request 
has been, rather than having been a partner in the process of addressing the 
patient’s suffering. 

Future Euthanasia Discussion 

Discussions of euthanasia in our country and world wide, as far as I can 
tell, hinge on the classical case. In the classical case, we are offered a 
competent patient who is very aware of her situation and repeatedly asks 
the doctor to help her die. Most of us can accept such a case, if not for 
oneself, at least in principle. One can respect the careful analysis of one’s 
root value system, and the eventual unacceptableness of living without 
hope of relief of suffering. Indeed this is the height of personal responsible 
conduct. Responding to a request after this kind of deep analysis and 
discussion is the accountability of the physician. We can understand and 
accept that if, indeed, that is the case. 

But the classic case is something quite different than most of the cases 
that actually occur. The cases we have now are not concerned with the 
just-described emphasis on the autonomy of the patient. I have suggested 
that respecting autonomy is actually not the real issue at hand. Instead the 
emphasis is more on how far we can accept suffering. This is something 
the Chabot case make very clear in our country, and some of Kevorkian’s 
assisted suicide patients in the United States. If the patient says that his or 
her situation represents unbearable suffering, in the absence of external 
norms, the patient’s account must stand as requiring physician assistance. 
This is true even when the suffering is a result, not of terminal illness, but 
of an existential situation. There need not be any documented physical 
condition that causes the unbearable suffering. This can make doctors 
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very worried. Right now, the established norms are that if a patient has 
some psychiatric illness or disability, by that very fact their request for 
euthanasia cannot be an answer to their situation. According to current 
guidelines, when a patient asks for euthanasia because of depression or 
other psychiatric problem, then it should be denied. Yet Chabot took a 
different tack, and his argument that mental suffering is authentic suffering 
strikes a resonating chord in society precisely because of the emphasis on 
unbearable suffering I have already underlined. This will certainly carry 
the debate forward in the next few years. 

A second further development in the euthanasia discussion revolves 
around the importance of suffering. Soon it will not be relevant whether 
or not the patient is competent. Even now it is a medical judgment that 
determines if the physician thinks the patient’s suffering is authentically 
unbearable and warrants the euthanasia response. There are now, and will 
be more cases of neonates, the comatose, and mentally handicapped 
patients. All of these patients form the discussion in the same direction of 
the importance of suffering. This is extremely problematic. Physicians 
are not qualified to make statements about the lives of others and to judge 
whether or not their suffering is unbearable in the absence of at least some 
indicators from the patient. Their judgments, like those of all onlookers, 
are arbitrary since they compare the life in front of them with their own 
framework of what counts as unbearable suffering. Using the criteria 
already established for competent patients, it depends on the framework of 
the local doctor, whether or not he will make a decision to end the life of a 
patient. This method leaves the criteria entirely in the hands of individual 
physicians. Society has an obligation to protect people from doctors who 
have no well-considered set of criteria for unbearable suffering. Currently 
there is too much abstention from this important piece of the euthanasia 
debate on the part of society. It needs to be made clear that there is a 
certain limit on the power of physicians. Frankly I do not see how this can 
be accomplished in the cases of incompetent persons any longer. 
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Religious and Cultural Background 

Religious differences constitute one of the fundamental issues about 
euthanasia raised in the Netherlands. There is a difference, in the end, 
between Protestant and Catholic points of view on this subject. First, even 
if there is a decision to tolerate euthanasia and not interfere in the public 
process, as many Protestants do, this decision then makes it a 
responsibility to permit something that has detrimental moral 
consequences. Second, there is no longer a distinction made between 
killing and letting die. In the Netherlands that distinction disappeared long 
ago. In effect this means that one is responsible for all actions and 
commissions in equal measure. It is an ethic of unlimited responsibility. 
This is how we put the burden of such responsibility on the doctor him- or 
herself For most people, euthanasia is an overwhelming responsibility. 
This is true, too, for the doctor. In my view, however, if somebody dies 
because we do not intervene it is not because we are the cause of death, it 
is because of the human condition itself 

The practical consequences of not making the distinction between 
killing and letting die are enormous. Once you have a distinction between 
intervention and non-intervention, it becomes possible to restrict medical 
management of dying. Many Protestant ethicists do not make that 
distinction because they generally do not accept the principle of double 
effect, and the analysis of the ethics of actions based on intention or 
motive. In emphasizing individual choices about life and its quality 
instead of the ethics of the action of euthanasia itself, the consequence, in 
my mind, is that human beings take over too much responsibility for dying 
and leave no place for the action of grace. One becomes responsibie for 
everything. The individual cannot remove herself from her dying and 
accept that this process is a part of living. It, like most other areas of 
human life in advanced countries today, must instead be managed fully. 
Nothing can happen without the doctor making a decision. This winds up 
being a ridiculous point of view. Physicians are not and should not be 
held responsible for everything that is happening in the world, including 
death itself 
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I still think the distinction between letting somebody die and killing 
them is morally and socially helpful. Since we have simply surpassed the 
notion that one can die of one’s disease at the end of life, the only way a 
person can die today in a euthanasia case is because the doctor has killed 
that person! In effect one cannot die naturally because the whole notion of 
"natural death" has to be medically managed. There is no such thing as a 
natural death when doctors are around. 

In our hospital it is difficult to maintain that physicians and patients 
should know ahead of time how far they are to go down a particular 
treatment pathway. Patients must more often be given a chance to die on 
their own. If one does not give them a chance because one is always 
"managing" their dying, if they are constantly being resuscitated or 
recharged in other ways, patients will ask for euthanasia in the end 
because that is the only way they can die. I think that not permitting death 
is ironically a very important concern that lies behind euthanasia requests. 
My argument in this hospital is that there should be very strict limits to 
intervention. 

There is a conservative group of physicians who have not gone along 
with the support given euthanasia by the Royal Dutch Medical 
Association. They have proposed, instead, that physicians must have a 
very clear set of normative obligations established in society. If our 
society thinks that there should be professionals to help people to die, it 
should not be doctors, but perhaps some other type of professional. In this 
way the role of a physician to try to preserve life would be maintained. 
We always take for granted that only the doctor can do euthanasia. Nurses 
are excluded. Why not rely instead on some experts in producing death 
that can be called upon by the patient and family after all other palliative 
measures have been exhausted? Perhaps we cannot stomach this idea 
precisely because we have such a high degree of trust in doctors, that 
having others, strangers at the end, step in, appears less kindly and loving, 
and more cold and mercenary. 

This expectation that physicians should perform euthanasia because of 
their special relationship to the dying is a new public expectation. People 
do not realize what it could mean for moral thinking within the profession 
itself Such expectations place physicians in a paradoxical situation. This 
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may be why quite a few doctors have psychological problems after 
performing euthanasia. Possibly, in the end, they do not want to continue 
to respond this way. Why is this? There is little compatibility between 
the moral framework of dedication to life and the killing of a patient, even 
with their consent. Both can be rationally and ethically justified. We 
cannot expect professionals to balance this discrepancy, this cognitive 
dissonance, without a great deal of hard moral analysis of their personal 
and professional value system, social expectations, and professional roles. 
This is not something that appears in one’s psyche automatically. 

In a sense the expectation that physicians would perform euthanasia 
unscathed in their consciences is an utopian idea. This kind of human 
perfection is more likely an ideal of the kind of discriminating virtue that a 
perfect citizen should have than any description of a real physician. Those 
that cannot carry the burden of such perfect ethical judgment are "ousted" 
from the society. There is no intermediate position. People do not 
conceptualize properly that nobody can reach such ideals of perfection. 
Even in ordinary life disease is the most obvious sign that nobody can be 
perfect. But our society cannot accept that. It is a worse disease than 
illness itself that we cannot accept disease. It is a normal part of life. 

In the Netherlands we have a strong sense of moral perfectionism. In 
Indonesia, our former colony, for example, we had what they called 
"ethical politics, " because they thought they could raise the ethics of all 
people in the colony and that it should be the goal of public policy. 
Similarly in South Africa there was a great deal of moralizing about 
perfection in political life, such that the ideals of citizenship were denied 
those who were not among the "elect." In practice, then, Dutch colonizing 
accomplished something quite different than the ideal. We always had a 
notion that we could be missionaries to the whole world. We wanted to 
change the world to be more like us. We cannot accept the gap between 
practice and the ideal. This is one of the chief characteristics of being 
Dutch. 

One of the arguments in the euthanasia debate, for example, has 
always been that the act should remain private. A physician might indulge 
a patient now and then, but they would not talk about such actions openly. 
This has gone on throughout the world for centuries. The difference is the 
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Dutch talk about it! We try to overcome the gap between what we do in 
practice, and what we say we do. There should be no distinction between 
practice and our justification of practice. To do otherwise is to dissimilate. 
We know about our euthanasia practice because there are reported cases. 
Because we know what we do in practice we are very outspoken about 
what we want, what we wish, what we think we ought to do as a perfect 
ideal, and it this sketched out in myriad proposals and discussions. 

In other countries there is no corresponding sense that they must align 
their theory and their practice. In contrast to the Dutch outspoken 

approach, in these countries there is less of a sense of perfecting the 
alignment of theory and practice. Most people do not expect that the ideal 
can be completely realized. The art of life is seen in the ability to 
accommodate ideals in practice, to adjust them, and to moderate them. 
This is a recognition that the ideal was never meant to be fully realized. 
The Dutch character, however, is very unhappy when we cannot 
continually realize our ideals. 

That being said, there is a strong ambivalence in most of the persons 
associated with euthanasia. First and foremost, we feel that it is socially 
required, politically correct if you will, to respect people’s wishes about 
their own life. Yet this situation has led us too far down the euthanasia 
path, without proper regulation. Nobody knows how to regulate the 
physician’s actions now, except to backtrack on socially and legally 
accepted guidelines. The tendency is to make new rules on top of the 
guidelines, and to try to govern even the exceptions to the rules we already 
have in place. Every time we evaluate the reporting system I wonder what 
new rules will be proposed to further try to force physicians to report or to 
follow the guidelines. 

In 1998 there will be an ethics committee that will check on why no 
report was issued, and will function as an intermediary between the 
physician’s decision and the law. But then there will be a new system of 
rules governing the role of this committee and its conduct vis a vis the 
physician, the family, and society. The most important thing would be 
that some systematic control will be put into place in our euthanasia 
actions. In effect we will establish an overlay of rules on existing 
guidelines to try to control physicians who do not want to obey the current 
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publicly established guidelines. I would much prefer that they simply 
obey the rules and the consequences as currently established. A physician 
should be prepared to be accountable for these kind of decisions. The 
kind of legal regulation we have now is the best compromise. In order to 
maintain some control, there are guidelines that establish regulations. 
Thus, there is opportunity for control. Legalizing euthanasia is a step in 
the wrong direction compared to our current situation. When you legalize 
euthanasia and the particular relationship of physician and patient, there is 
no possibility for effective control of the decisions made. At least now 
physicians who wish to make an exception to the law against killing must 
report themselves and subject their lives and reasoning to legal scrutiny. 
They must argue why they thought this exception was morally and legally 
acceptable. Because maintaining the illegality of euthanasia is a 
compromise, it protects persons and physicians who deal with the "classic" 
case, the case of the alert dying patient who reasons through his or her 
situation at great length and depth, and requests the physician repeatedly 
for help. It does not adequately address the non-classic cases, and that is 
the problem we are having now. 

Thus, the major issue we face now is that the compromise is the least 
worst scenario, and not the best scenario. The compromise steps on some 
important values of many citizens about the nature of human life. So if we 
accept this compromise of our values, society should be willing to work 
with the set of rules established in the compromise. But now people are 
very interested in physicians who argue in favor of those doctors who do 
not follow the guidelines. This group is proposing additional rules to 
govern the physicians who take exception to the guidelines. We do not 
tolerate this kind of reasoning for other groups, say teachers who do not 
want to follow the curriculum established by a local school board. Why is 
society putting up with this system of breakable rules for doctors? This is 
a question I find difficult to answer. It is so ironic: we have had to break 
rules for physicians out of a need to control doctors. Perhaps we need to 
take a stand, and ask if the physicians can really be trusted after all? 
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Summary 

In the final analysis, then, my objection to euthanasia as practiced in the 
Netherlands begins with concerns about the problem of social conduct 
influencing the nature of the profession, moves through the practice of 
euthanasia as implying more medical control over dying and death than is 
warranted by the human condition, zeroes in on the Dutch desire for 
perfectibility and fusion between theory and practice, and comes to rest in 
the anomaly of regulating exceptions to regulations. We have had 
widespread experience in the latter, e.g., in our approach to supplying 
needles to drug addicts, or urban regulations for special zones that permit 
prostitution. This means that when people trespass, one does not say "stop 
trespassing," but rather makes new rules on how to trespass without being 
too much of a burden on other citizens! 

For us, there is a way to control even the exceptions. We can accept 
drug addiction, then, as long as the nuisance to other people is limited. In 
this way we can escape the front-on examination of whether this is the best 
policy for the individuals involved. Instead of the hard work of treating 
them and changing their social conditions, we replace it with heroin, 
needles, and admonitions against stealing. As long as the rest of us are not 
bothered by drug addicts, if they crumble or deteriorate, why then it is 
their own problem. 

This same reasoning is operative in euthanasia. Just as in our approach 
to drug addiction, we infer that if the doctor and the patient go about their 
decision carefully and can make their arrangements with as little social 
disruption as possible, we do not mind whether the patient is unhappy or 
even may not want to die. In a policy of toleration, one asks different 
questions than in a normative policy, where one would ask questions of 
happiness and palliative efforts to accomplish agreed-upon goals at the end 
of life. Thus, supplying euthanasia can easily be a substitute, a kind of 
indifference, for what people really want. 




Chapter Eleven 



A Religious Argument in Favor of Euthanasia and 
Assisted Suicide 

Harry Kuitert with Evert van Leeuwen 

EvL: It seems that our society has now come to terms with a tremendously 
difficult issue in accepting euthanasia. How do you explain how we have 
been able to reach a consensus on such a conflicting issue? 

HK: The basis of the Dutch health care system is the traditional family 
doctor, who in most cases knows his or her patient very well, and is even 
often acquainted with the whole family of the patient. This aspect of the 
Dutch health care system, unique as it is, explains for the most part the 
smooth mode of the euthanasia discussion in the Netherlands and the fact 
that nine out of ten citizens are in favor of euthanasia (NRC 1 September 
92). This personal relationship between doctor and patient means that 
legal contracts and accompanying bureaucratic requirements do not play a 
primary role in the discussion. Rather the primary role lies in trust, trust- 
worthiness, confidence, and confidentiality. Most euthanasia cases are 
performed by the family doctor. 

The primary care relationship further means that the patient’s decisions 
are not made in the alienating surroundings of the hospital but at home, in 
all the rest and peace that come from familiar surrounding. The family, 
partner and/or children, have gathered around the bed; there is ample time 
for an emotional and solemn farewell. There are no secrets about the 
matter, since everyone has become involved in the process before it takes 
place. The doctor then waits in another room until death has occurred. In 
most cases euthanasia takes place with the patient being fiilly awake and 
aware, dying in the way he or she asked for: with dignity. 

EvL: The Dutch approach has been widely criticized as being ineffective 
about controlling abuses. Do you think this is the case? 

HK: Let me start with the critics. What makes most foreign commentaries 
of the Dutch euthanasia practice unreliable is the loose way in which they 
handle the terminology, interpreting its meaning as a license for Dutch 
doctors to kill patients whose situation seems to be hopeless. In the Dutch 
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doctors to kill patients whose situation seems to be hopeless. In the Dutch 
discussion, however, a strict terminology has developed: the Government, 
the Royal Medical Association, the courts, and most lawyers and ethicists 
speak of euthanasia if, and only if, a physician deliberately terminates a 
terminal patient's life on the patient’s request. Withholding treatment 
because it has become pointless, administering painkillers that 
unintentionally hasten the patient’s death, withdrawing life sustaining 
treatment from PVS patients, are not counted as euthanasia. 

Definitions are, of course, nothing more than semantic agreements, and 
semantics do not solve moral problems, as we know. We need them, 
however, in any serious discussion, for the sake of clarity. 

As for the so called ineffectiveness of the Dutch experiment: a State 
controlled investigation about euthanasia practices in the Netherlands, the 
Remmelink Report, concluded in 1992: "the contention sometimes uttered 
that non-voluntary active termination of life occurs in the Netherlands 
more often than does voluntary, is disproved by this Report." 

EvL: But are not Dutch doctors allowed to kill? Is this not the moral 
problem? 

HK: Putting it that way misses the point. Any decent person can only 
respond with a firm "of course not," just like it is not permitted that 
doctors poison their patients. Yet they still may have to, sometimes even 
until death follows, as is the case when no other means are left for 
adequate pain killing. Yet this behavior is counted as good medical 

practice, despite the fact that it really constitutes poisoning the patient. 
This example shows that the context of an action governs the terms in 
which we render a moral judgment about what we are doing. Terminology 
matters. To administer, say carboplatin or a high dose of morphine to a 
cancer patient, is not killing. Similarly we should not speak of killing 
when a doctor terminates a patient's life at the patient’s request. This is 
not because we are in need of smokescreens or euphemisms. For indeed, 
the doctor gives the patient some medical substance that induces a quick 
death. But he or she does so as part of professional ethics. 

EvL: Still, one cannot deny that the doctor actually ends his patient’s life. 
HK: Yes, but it should be seen as an answer to dilemmas that traditional 
medical care has not encountered earlier. Euthanasia is one way, only one 
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way I say, of solving a problem, for the most part created by modem 
medicine itself In former days there were, say, twenty exits from life 
available to patients, many of them permitting a mild dying process and a 
peaceful death, unencumbered by the advanced pain and suffering now 
appearing as a result of earlier technological interventions. Today, the end 
is lost. Treatment often goes on and on and doctors desist when only four 
or five exits are left at this point, most often and unfortunately the worst 
ones, most of them leading to a protracted and agonizing stmggle for 
death. What is the doctor's answer to this situation? 

EvL: Do you suggest that ending someone's life can lie within the 
professional ethics of doctors? 

HK: In my opinion, a Hippocratic doctor (for that reason I prefer the word 
"doctor" to "physician") places the well-being of her patient above all else, 
according to Hippocrates’ first mle: Salus aegroti suprema lex. She 
implements this mle as long as she can by helping her patients escape 
illness, bodily defects, and an untimely death. But sooner or later the 
moment arrives that she cannot help the patient to escape any longer. A 
Hippocratic doctor does not see her job as finished at that tragic moment. 
On the contrary, her care continues but changes character: instead of 

focusing on the well-being of the living, she concentrates on that of the 
dying patient, now using all her skill to assist him in this last, lonely 
journey. A good doctor saves her patient from the bitter end. If there is no 
other way left, she does so by ending the life of her patient provided the 
patient requests it. 

EvL: On request? Does that not subject the doctor to the will of the 
patient, subsuming the Hippocratic duties to patient autonomy? 

HK: I do not think so. Let me first say that the request makes it perfectly 
clear that euthanasia presupposes the inalienable right to life of every 
human being. There is no euthanasia if there is no request, by definition, 
as I have noted already. Moreover, in the majority of cases where there is 
actually a request, there was no euthanasia carried out , as statistics show. 
On one hand this occurs because it turned out to be unnecessary: not 

every end is bitter; in fact, most are not. There is no carousel of 
euthanasia going on in the Netherlands as is sometimes alleged, nor is one 
necessary. Generally speaking, patients die so calmly today that they just 
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fade away into eternity. An active role for the doctor is in most cases out 
of place. 

Meanwhile, it would lead us into great misunderstandings and moral 
quandaries if the request for euthanasia were taken to be, not a necessary 
condition, but a sufficient one. The doctor has his own, professional 
responsibility, the more so when he is asked to hasten the end. He does 
not act upon the self-determination of his patient. In other words: the 
autonomy of the patient is not, has never been, and cannot be the sole 
reason for performing euthanasia. The reason for the doctor to fulfill the 
wish for euthanasia can only be a professional one: the doctor understands 
his patient and agrees with his wish from the medical point of view. 

EvL: How do you reconcile this position, then, with the traditional 
religious and medical view of the sanctity of human life? Is not euthanasia 
against nature, and even against the creation by God of human beings? 

HK: To me that view seems to be a misunderstanding. As for the 

religious point of view: the "self" in "self-determination" does not stand 
against God, as if it were a kind of revolt against the Almighty, but against 
the health care machine in general, and hospitals and doctors in particular. 
Either I myself ani entitled to decide according to my deepest convictions, 
how my last term of life shall be conducted, or society, in terms of 
institutions and doctors, decides when and how I shall die. The former 
seems much preferable to the latter option, as is consonant with human 
dignity as a creature of God. 

As for the sanctity of life, it speaks, in a general way, about life as a 
gift of God, a gift that we should handle with great care. Being a creature, 
however, does not eliminate or remove our responsibilities over the end of 
life in face of modem medical technology and the impersonality of 
modem society. Instead of taking such responsibility away, it constitutes 
it both for the end of life as well as for the beginning of human life. We 
are partners with God in this process. 

About trespassing against nature: we interfere with nature from the 
cradle to the grave, nay, we start our interventions already in the womb. 
So interfering with nature cannot be the moral problem upon which 
objections to euthanasia might rest. Nature is sometimes our friend and 
sometimes our foe. If the latter is the case, we intervene. Compare the 
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way we interfere with childbirth. With the power of an avalanche nature 
overwhelms a woman when she is ready to give birth, a power she cannot 
stop. She can’t bear down and hold the baby back! But many women, 
especially in the U.S.A., prefer not to be overwhelmed by this power. 
They ask for relief and it is given to them. The natural process cannot be 
stopped, but it can with the help of medicine, be softened. It is the same, 
in my eyes, with the dying process. We cannot stop it, but we can bring 
relief The question is not: why must I die? but: why must I die a bitter 
death when it is in the power of my doctor to save me from the bitter end? 
Finding an answer to this question is at stake. 

EvL: How do you answer the critics who say that the Dutch system is 

headed down a "slippery slope?" 

HK: On one level, this question is not only out of place but also puts a 
taboo on discussing a persistent problem for any doctor, whether in 
Holland with its liberal euthanasia policy, or in Germany with its 
notorious past, or in the U.S.A. where patients are accustomed to sue their 
doctors. 

The problem is that circumstances occur in which a terminal patient is 
beyond being able to utter any question at all, but all the same suffering 
severely or finding himself in an unrelievable death agony. What to do in 
circumstances like these? Is it the bitter privilege of patients who are 
beyond asking for euthanasia, not to be helped out of their agony, just 
because they cannot, contrary to patients that can, articulate their wish to 
die? I agree with the answer given by the Remmelink Report. It says that 
in situations in which all vital functions begin to fail irreversibly, and in 
which there is no explicit request from the patient, termination of life is 
sometimes unavoidable in view of the distress that accompanies the dying 
process, and is to be accepted as normal professional practice. 

EvL: Doesn’t this subject the Dutch even more to the dangers of the 

slippery slope? 

HK: I do not mean to say that the slippery slope is a nonexistent problem. 
Termination of life can be a good medical practice, but also a bad one. 
However, fear of the latter should not induce doctors to take a stand they 
can’t justify either, giving up the rule that good doctors save their patients 
from the bitter end. In this connection, it is worthwhile to mention that 
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there have been, indeed, some court trials in which doctors and/or health 
care workers were charged with not keeping within the guidelines of 
prudent judgment, drawn up by the government, and therefore sentenced. 
It strikes me that opponents of the Dutch euthanasia policy often use these 
facts as a kind of proof that liberalization of euthanasia runs out of control. 
But why not interpret them the other way around and explain them as a 
proof that it is not easy to fool laws and regulations, if ever one might 
have the desire to do so? The best solution to avoid danger is, in my eyes, 
that ending the life of a patient should be subjected to some kind of 
control, either exerted by the State or by a professional peer group, 
consisting of doctors, lawyers and ethicists, as is now the case in the 
Netherlands. 




Chapter Twelve 



The Range of Objections to Euthanasia 

Henk Jochemsen 

The Lindeboom Bioethics Institute was established over ten years ago. 
The initiative began, one year earlier, through a number of organizations 
that cooperate in health care delivery, including a patient organization, a 
home health care organization, and a nursing school. Each of these has a 
Christian identity. These organizations felt: the need to anticipate, reflect 
about, and study further issues affecting medical ethics and society. 
Together they founded this small private institute to work on those goals. 

My original academic background was in molecular biology. After 
completing my Ph.D. in molecular biology and in pre-clinical cancer 
research I got involved in an international organization for students. I 
spent time in Paraguay participating in missionary work. Being there, I 
also taught molecular biology at a university, as well as Christian ethics at 
a bible college. When we came back in 1986, I learned about the initiative 
for this Institute. I applied for the job and got it. I am currently the 
director and have been since the Institute was founded. 

Objections to Euthanasia 

Regarding euthanasia, I have legal, medical ethical, medical professional, 
and theological objections. 

My legal objection is based on the belief that the most important duty 
of the state is to protect everyone’s life. This implies that no group of 
citizens or professions can be handed the right to take other people’s lives. 
Even if there are conditions and restraints on allowing a physician’s 
assistance in dying established in the law, not every single case can be 
controlled by the state and judicial authorities. I think the practice in the 
Netherlands demonstrates that once you permit euthanasia by regulating it 
to some extent, an effective control of the practice is not possible. We 
could dwell on this point, but it is not necessary, since the data collected in 
the Remmelink report and its follow-up about our practice clearly 
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demonstrates our lack of control. The follow-up report of Van der Wal 
and van der Maas about euthanasia practices up to 1995, published in late 
1996, essentially confirmed the earlier Remmelink report on this point. 

One obvious reason for this lack of control is that monitoring of the 
practice depends entirely on self-reporting cases of euthanasia. Based on 
simple human self-interest and self-protection, it comes as no surprise that 
even now, when everyone knows that if you follow the guidelines you will 
not be prosecuted, only about forty percent of physicians are reporting 
their euthanasias. 

Research also has demonstrated that the way in which physicians 
report cases has to a certain extent, adapted to what legal authorities will 
accept as criteria for following the rules. The state is in a prisoner’s or 
dual dilemma. If we have stricter control, the physicians will not report 
themselves, and we will not learn anything about the practice. If we have 
more lenient control than at present, then the state essentially gives 
physicians the right to kill people. Hence, in my opinion, once one starts to 
accept euthanasia "under certain conditions," one has already relinquished 
control over it. I realize that phrase sounds very abrupt and direct, but my 
research, careful following of the practice, and reflection for the past three 
years has led me to this conclusion. 

There is one part to the slippery slope that has also been demonstrated 
in the Netherlands. In the beginning, the acceptance of euthanasia was 
clearly restricted to voluntary euthanasia. It has become clear that there 
have also been cases of non-voluntary euthanasia. This type of euthanasia 
is not only found in practice, but is now also being defended in theory. In 
this regard, there were four court cases in which the courts have accepted 
the killing of recent newborn babies with severe disabilities. It is 
worthwhile exploring these briefly for a moment. 

Non-Voluntary Euthanasia 

The four cases refer to two babies, two court cases for each. The first is 
the Prins case in Alkmaar and Amsterdam and the second is the Kadijk 
case in Groningen and Leeuwarden. In both cases I would have advised 
the physicians not to actively terminate the babies’ lives. In the 
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Remmelink Report we learned there are a few thousand cases where 
treatment was stopped with the explicit intent to shorten life. The follow- 
up survey by Van der Wal and van der Maas reported about 14,000 such 
cases. In the Netherlands we do not make a distinction between active and 
passive euthanasia. In so far, then, as the treatments involved were still 
proportional to outcome, in the follow-up report such cases must be 
counted as "euthanasias." With respect to the two babies, withdrawing 
some treatments to bring about their deaths would have been quite 
acceptable, and for reasons stated above this withdrawal would have 
counted as euthanasia. 

In the Kadijk case, the baby was not expected to survive. There was 
the possibility of offering palliative treatment for a while. The baby might 
have survived long enough to be sent home, and might have died in a 
matter of days even if palliative treatment had been continued. The family 
and physicians instead decided in favor of terminating the life the baby. 
This decision was based on the presumed downhill course of the baby in 
the hospital, or even at home. Especially telling was the problem of 
palliative care at home, since the family doctor did not have the expertise 
to manage this kind of care in the home setting. His intention was good: 
to be able to properly care for the baby. Yet he was not properly qualified 
to provide the level of care that the infant would require outside of the 
hospital. Perhaps his limitation entered the decision the family made to 
end the life right away. There was no need to actively intervene, however. 
Just withdrawing care would have accomplished the same end. 

The Prins case is more complicated. It is harder to make a judgment 
about it because I am less familiar with the medical details of the case, 
having only been informed on the basis of newspaper accounts and other 
pubic reports. Some commentators assume that the baby would have 
survived if she had an operation for her hydrocephalus. Yet this is not 
certain from the data published on the case. If she would not have been 
viable even with a shunt for hydrocephalus, then her managing physicians 
should have given her palliative treatment until she died. In this scenario 
an operation could have been performed to relieve pain and suffering if 
that were appropriate. If pressure from hydrocephalus was intolerable, 
they might have had to operate to relieve this pressure and prevent the 
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continued expansion of the cranial pressure. If such an operation were 
performed, and the shunt properly managed, the baby would normally 
survive. 

The quality of life was projected to be rather low. Herein lies the 
dilemma. The parents considered this poor quality of life impossible for 
their child. Hence the ethical and legal questions arose. If the family did 
not want this kind of life for their child, then they had no alternative but to 
end its life before such an operation would be necessary in order to relief 
suffering. 

It must be underscored that in the Netherlands, it is not the state which 
decides on euthanasia; instead it is the patient and family along with their 
physicians. The physicians are not pushed towards this decision by the 
state. The state only sanctions the action after judicial review if several 
conditions have been fulfilled. Thus, the motivation for euthanasia does 
not arise from the collective or the community. It arises individually. It is 
not a macro consideration, but a micro one. Since this judgment arises 
within the context of the doctor-patient relationship, there is room for the 
human qualities of compassion and concern for individuals. 

It is no surprise, then, that quality of life considerations come to the 
forefront in the case of such infants. Further, despite the focus on 
individual decision making, there was remarkable similarity of thought in 
both cases. The act in each case was different and based on different 
medical outcomes. The reasoning is similar. In both cases the parents and 
physicians decided that some forms of life are better off dead. 

These court opinions accepted quality of life reasoning in both cases as 
legal justification for not prosecuting the physicians in this case. This is a 
clear violation of the guidelines which state there must be persistent and 
explicit requests from the patient because infants are incapable of making 
such a claim. We can well imagine from an emotional, subjective point of 
view that there are situations when a human being is better off dead than 
alive. We can imagine that sometimes we ourselves would rather opt for 
being dead instead of living in certain situations. But that imagining does 
not justify intentional killing. In ethics, the exception cannot become the 
rule. To return to my legal objection, once you regulate the exception it 
does becomes the rule. 
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Philosophical Objections Based on the Legal Precedents 

This sanction by the courts, I suggest, abuses Article 40 of our 
Constitution which states that in specific circumstances, to be judged by 
the courts, there are important duties that can override a specific duty 
already established in the law. This is the force majeure principle. It 
seems that this article was originally meant to cover situations when 
someone might have to choose between two lives in order to save either 
life, for example, in order to save one life a person might have to allow the 
other to die. There is a need to address such situations in the law. It is 
often called the "necessity article." In effect this is emergency ethics. If 
the court chooses to apply this article to a criminal proceeding, one is 
declared guilty but not punished. A good example of applying this article 
is justifiable homicide. 

The Supreme Court has decided on a rule that I think is not fully 
warranted, namely that the necessity article can be applied systematically 
to physicians who find themselves in a conflict of duties and who choose 
on the basis of objective medical judgment to kill their patients upon the 
patient's request. The argument goes that according to the rule of medical 
law and medical ethics, a physician has a duty to finish a case to the very 
end. He or she must treat suffering and not abandon the patient. In some 
cases the duty to preserve life comes into conflict with the equally 
demanding duty to treat suffering. In those instances, the physician might 
sometimes act to relieve suffering when the patient requests to end his or 
her life. 

This reasoning is faulty because it goes against the physician’s duty to 
preserve life and not to kill. Treating suffering by killing is not the 
opposite of not killing. One does not have to kill to treat the suffering. 
This Supreme Court Rule has constructed a conflict of duty that is not 
really a logically straightforward conflict of duty. Rather the situation 
parallels a double effect conflict or sometimes is identical to it. The 
reasoning is flawed because the exact opposite of a duty to treat suffering, 
a true conflict in duties, would have to be a duty to kill. Yet no judge nor 
even the Supreme Court has ever formulated a duty to kill. They never 
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have dared to do that, because every physician faced with this terrible 
situation of suffering should then have killed their patients out of duty. 

One of the four courts trying the cases of the defective newborns 
actually formulated a situation in which it was virtually a duty of the 
physician to kill the baby. The Court of Appeals completely reformulated 
this argument. This conflict of duties, it argued, is a false construction. 
The court morally and legally would not allow the argument in favor of a 
straightforward killing of patients as one of the duties of a physician. 

Those who defend euthanasia argue that the judges and courts are 
insufficiently equipped to deal with these issues. The law is too crude an 
instrument to regulate these unique cases. In a sense, I agree. What we 
see now is that the courts rely completely on a majority of experts. In the 
Kadijk case, they said, we have observed that there are a majority of 
experts who condoned this killing. By deferring to experts, the court 
suggests that they are not qualified to make their own juridical judgment. 

I find this disturbing because I think the juridical point of view should 
have a certain autonomy. Legal judgment should not be completely 
determined by what professionals say, or even what society would say. 
With this approach it is essentially the medical profession that decides. 

Many crucial decisions are left in the hands of physicians. One could 
have anticipated this outcome of allowing physicians to make the final 
decision when this regulation was first being discussed in the First 
Chamber. There the minister said that the physician ought to judge both 
where there is a conflict of duties and whether there is a necessity 
situation. The physician decides whether there is a compelling emergent 
decision. The physician also decides whether he or she is going to report 
and how that report will be made out. All reports are first made to another 
physician, the coroner, and only then does the public prosecutor see them. 
If the prosecutor has no other independent data, then the physician may 
have already "decided" what the outcome will be. This is not to say that 
the medical profession is corrupt. That is not the argument. Instead I am 
arguing that the entire process, from beginning to end, is actually in the 
control of the medical profession and not the state itself I find this at odds 
with the interests of the state in preserving the life of its citizens. Even if 
physicians in every instance perform euthanasia consciensciously, and 
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most of them do, the law is in place to capture those who do not exercise 
this power responsibly. I argue that currently physicians can rather easily 
escape public scrutiny of their actions. 

Theological Objections: Human Life is Sacred 

My theological objection to euthanasia is based on valuing human life. 
For theological and medical reasons, I think that the human being is of a 
unique, irreplaceable value. The human being is a being created in the 
image of God. This is an argument from Christian theologies. It means 
that we do not own life. Instead life is accompanied with a duty, a task. 
Life is never handed over to us to do with it as is our pleasure. If we allow 
intentional killing, then the human being is somehow objectified and 
becomes an "object" of our immense human "dealings." 

In this theological reasoning, it is precisely to recognize and 
acknowledge that human life is sacred that prevents us from making other 
human beings into objects we can control and manipulate according to our 
own objectives and goals. Further, human life in a Christian view is not 
made as an absolute. Biological life is not made as an absolute value (only 
God holds such value). This means we can theologically justify not 
treating the dying, and letting them go. If every second would be as 
important as every other second, then we should prolong life as long as we 
could. That is really not right. Yet accepting death is not the same as 
bringing it about. The first respects humility about the human condition; 
the second continues the manipulation and objectification of life in which 
we indulge a great deal as a civilization. 

Further, in ethics one cannot isolate the intention, the act, nor the 
results from the whole situation. If one looks only at the intention of 
euthanasia there are some similarities between saying, "I am ready to go" 
and saying, "kill me." At this juncture the patient’s intention is to accept 
death. Yet this alone does not justify the act of killing either of others or 
oneself 

The relationship between accepting death and bringing about death is 
different. Intentional killing is to effect death by forcing it come to pass, 
to intend it, and to plan the means to bring it about. It is the combination 
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of these three elements that makes intentional killing problematic: 
forcing, desiring, and calling, in the sense that it would not have happened 
at this time if one had not engaged in these activities. These three features 
objectify the human being too much and make the other person an object 
of our control, which is at odds with the dignity of the human being both 
from a Christian and also a humanistic point of view. 

Death, in the Christian view, is unavoidable. Death has to do with our 
mortal condition. It has to do with the fault of Adam, with sin in a 
theological context. Therefore, we should not try by our technological 
means to overcome mortality. We should accept our mortality and its 
consequence, death. From this perspective, I think that euthanasia is a 
contradiction of the control of medicine. Sometimes it is presented as a 
way to control all the technologies of modem medicine aimed at the 
artificial prolongation of life. Yet I would argue that there is also the other 
side of the coin of technological medicine. If we cannot maintain the 
quality of life we desire through that technology, we tend to bring the 
situation "under control" again by dispatching the patient! By contrast, 
with palliative care we are not trying to control the dying, we are 
controlling the situation, the suffering. 

Both inside and outside the Christian tradition, dealing with suffering 
and caring for people have been clear goals of medicine. And, certainly in 
the Christian tradition, even in the early church, one did not have much 
scientific medicine. What the church fostered was care. Caring for the 
people and dealing with people’s suffering has been a Christian duty from 
the time of Christ to the present. 

To decide for one’s own death is not a free decision. Even in a 
terminal condition, it is not a free decision. The whole idea of autonomy 
as a basis, for an argument supporting voluntary euthanasia, is very 
flawed. It is precisely the condition that autonomy has been lost in the 
dying process and that this horrible loss is too much for the patient to bear, 
that the patient may ask for euthanasia and that this wish would eventually 
be granted. From the Christian perspective, the view of mankind as 
autonomous entities is too individualistic and too rationalistic. A human 
being is a social being. The human person has a history. This history as a 
narrative can help us in exploring situations, especially when a patient is 
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severely ill and dependent on others for care. The whole concept of a free 
rational decision in the request to end life is not correct. 

I am not arguing that the patient in such a situation does not really 
want to be killed. Sometimes they do. But if we investigate this desire, I 
am concerned that it might stem from unconscious messages conveyed to 
the patient. Even granting the possibility that free choice requests exist in 
such situations, it is not easy to control the circumstances of the decision. 
The reason is that the physicians and relatives involved might put undue 
pressure on the patient, transmitting the feeling that "it’s much better 
being over now." Thus it is very easy to provoke a request for euthanasia, 
even unconsciously. Human beings are very complicated. They most 
certainly can detect when they have become a burden to others and are 
considered to have no further usefulness to them, even while the love and 
attention of care givers are being offered freely and openly. 

In the second place, autonomy of the patient is not really the basis for 
the euthanasia decision, since it is the physician who must be convinced of 
the necessity and the physician who most often provides the means and the 
actions. This constitutes a "second person" that is involved. The argument 
for euthanasia emphasizes that two autonomous people in the relationship, 
the physician and the patient, both consent to the process. This 
presupposes that the killing of a patient by a doctor is a private matter. 
But I do not think it is. It is a public matter because the physician has a 
profession that is publicly recognized. He or she has a position that offers 
possibilities and challenges for dealing with people that no other person 
or profession has. And that professional, when he or she kills another 
person, is irrevocably altered. 

We not only act according to what we think but we think according to 
how we are acting. That means that when the physician accepts killing, or 
the termination of people’s lives, he or she will develop a different attitude 
toward human life. Someday that physician will be at the bed of a person 
who does not want euthanasia, but will be tempted to provide it anyway. I 
get the idea that for some people, performing euthanasia actually becomes 
more difficult each time, but for others it becomes easier. It depends on 
the way in which each physician manages to deal with it. The attitude 
toward human life will center on intentionality. 
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I will reflect on two different Christian conceptions of intentionality. 
Professor Harry Kuitert argues that autonomy concerns the relationship 
between people, not our relationship to God. Other people may not decide 
for me. I think this makes the separation of the relationship between God 
and the relationship to other people too severe. I think the will of God and 
God’s dealing with us often comes through other people. It often appears 
through social relationships. I do believe in a personal relationship to God 
which comes directly through the Holy Spirit. At the same time I argue 
that this relationship can never be separated from a communal relationship 
with God. Of course a number of theologians have a different view of the 
authority of the Word of God and the way we should interpret the Word of 
God. 

Kuitert further sees the Bible as a crystallization, as a reflection, of 
religious experiences of people which helps us in our religious journey of 
faith in this life, but is not normative for our lives and for our faith. 
Whereas, in all traditional Christian communities, though in different 
ways, the Word of God has a normativity over our lives. In these 
traditions it provides direction rather than just a collection of experiences. 
In the Catholic and other "high church" Protestant traditions, the church 
itself, the community of believers, has the authority through its leaders to 
interpret the scriptures and establish through this reflection norms for life 
in each human epoch. At such moments the Word of God continues to be 
a revelation. It is not always easy to understand and it is not always easy 
to apply and relate it to our present day life, but it is considered normative. 
This is certainly true for the moral law which has always been accepted as 
normative. Thus, in Kuitert’ s thought there is a hermeneutical change that 
has taken place compared to centuries of Christian tradition and teaching. 

Some Possible Responses to Euthanasia 

In the protest against what is going on, one should stay within the 
boundaries of the law. I do believe that our responsibility does not stop at 
saying "not" to euthanasia. We at the Lindeboom Institute need also to 
suggest alternatives. In Holland it is probably easier than in many other 
countries to develop some alternatives because traditionally we have 
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Christian health care institutions. There are still quite a number of them, 
although many of them have become more secularized and humanistic. 
Recently, to counter this trend, there has been an attempt to emphasize the 
Christian identity of the Christian institutions. Some have even started 
new initiatives in keeping with a faith perspective on the value of human 
life. 

Fortunately what we see now in the Netherlands, partly in the context 
of the euthanasia debate, is a lot more emphasis on palliative care. In 
England the euthanasia movement is much older than ours, but they never 
succeeded in getting regulations for euthanasia because before they really 
got enough political power the hospice movement started. Whereas here, 
it is the other way around. Euthanasia prompted the current response 
emphasizing palliation and hospice care. 

I have the feeling that the whole concept of passive euthanasia has 
been a strategic concept to get euthanasia accepted. The advancements in 
medicine make it more and more necessary to know when to stop. In the 
beginning people had to decide on withholding or withdrawing treatment 
and letting people die, which was quite a difficult decision. Arguments 
about passive euthanasia arose when further treatment became futile, or 
out of proportion to the benefits to the person. The talk of stopping or 
withholding extraordinary means is essentially a similar concept, 
measured against the benefits and burdens to a patient. 

I think that those who wanted active euthanasia to be accepted used 
this analysis in order to have the whole concept of euthanasia accepted. 
Once the passive notion of euthanasia was widely acknowledged as a 
moral response to medical technology at the end of life, then the 
proponents dropped the distinction between active and passive on the 
grounds that the intention is the same, to bring about death as a form of 
relief from suffering. I am not contending that most thinkers thought this 
out all ahead of time, but I do think the wide acceptance of passive 
euthanasia was used strategically here (and is now being used in the States 
in a similar way) to present the case for active euthanasia. The principles 
of proportionality and double effect are essential in this whole discussion. 
They are both based upon refined notions of the value of human life that is 
consistent with a Christian faith perspective. But without that faith 
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perspective, the nuances required in the reasoning vanish, and things can 
get rapidly mixed up. 

Of course the patient may refuse treatment. But refusal of treatment is 
not the same as being actively euthanized. In our country patients rarely 
refuse treatment the physician recommends as having some benefit. This 
is another way of putting my point about the disguised basis of autonomy 
to justify euthanasia. As it appears, physician paternalism may be an 
influencing force. The autonomy concept conceals the power of 
physicians because what the patient decides to such a large extent depends 
on what a physician says and how the physician presents options to the 
patient, as well as how the physician behaves in the presence of terminal 
suffering. 

It is important to emphasize that the financial aspect of euthanasia is 
not important in Holland because the families do not contribute 
substantially to the financial burden of care. This may not be the case in 
other countries, and when it is not, it makes the danger of euthanasia all 
the more potent. In the Netherlands, the issue centers on the burden of 
caring and visiting. In the Remmelink Report we discovered that one 
motive for seeking euthanasia is a feeling of dependence on other people, 
not so much being a financial burden on the community. I find that this 
discovery is a bad sign for the community. This makes euthanasia a 
matter of social ethics as much as medical or personal ethics. What sort of 
society have we become that we cannot stomach being dependent on 
others, especially on our loved ones whom we raised and cared for in the 
past? 

To summarize, my professional objections against euthanasia are 
related to the role and place of medicine in society. Let me try to draw a 
historical line as I see it. Medicine, in traditional societies, is very much 
related to priesthood, to religion. The priest is the Shaman, and illness has 
as much to do with disturbed relations with the spiritual world as it does in 
the physical world. Health should be restored by sacrifices and by 
renewed duties. In Hellenistic culture, at the time of Hippocrates, 
medicine was very much related to the ideal of a healthy, beautiful life. 
The meaning of life was related to a healthy and fulfilled life to such an 
extent that medicine was paralleled to philosophy in Plato’s thought, the 
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one healing the body and the other, the soul. Thus, medicine was related 
to a good moral and spiritual life. Medicine was seen as helping people 
lead a life that would offer self-exploration and fulfillment. 

Christianity introduced a distinction between salvation and health, 
perhaps for the first time in history. On the one hand, health and salvation 
were not separated because healing and curing, were considered to be 
tokens of salvation pointing toward fulfillment. On the other hand they 
were distinguished in the sense that, like the person blind from birth, it is 
not because of sin that he had this defect. There is no correlation with this 
illness and sin, neither is there a hard and fast relationship between health 
and salvation. 

By contrast the modem conception of human life narrows the focus 
immensely. We are not to dream of any other life than our physical life. 
There are no other prospects or goals beyond this physical life right now. 
In this restricted view of human being, again health, death, and salvation 
all become medicalized. One’s health is equivalent to one’s salvation, 
since there is no other for which to hope. Fulfillment of life, living a 
meaningful life, coincides with being healthy, productive, beautiful, and so 
on. The physician has again become a Shaman, now in a secular sense. 
The modem physician and medicine and medicine itself adopts a 
secularized religious flavor that makes health into an absolute. 

I object to allowing physicians to kill because it strengthens and 
reinforces this secular religious character of medicine as completely 
controlling life. This objection extends to the expanded role of medicine 
which includes helping human beings reach their destiny. This is secular 
salvation of the human being. It is this over extension of the responsibility 
of physicians that makes medicine a quasi-religious activity. The 
consequence is an inappropriate over-medicalization of life. This is one of 
the most fundamental reasons I am against euthanasia. Medicine should 
be an ethical enterprise which is directed and led to its goals in part by 
religious or spiritual motivations. But medicine should not become a 
religion itself Absolutizing of any human activity is a kind of idolatry. It 
is only within the broader context of a religious view of human life that 
goes beyond mere physical well-being that medicine can be properly 
restricted and put in its proper place. 
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Finally, as advice to other countries, I would strongly urge that they do 
not rush into legalization, or even regulation. Yet this advice just touches 
the surface of what I have argued here. First, we have to realize the 
relative power and contribution of medicine to life, fulfillment of life, and 
to realize that we should not allow medicine to control our lives. If we do 
not accomplish this, then it will be very difficult to prevent medicine from 
deciding life and death decisions on its own, as it so often does today. 
Second we have to put much more emphasis on palliative care as an 
inherent and legitimate aspect of medicine to counterbalance its excessive 
determination to cure. I am not against high technology medicine at all. 
Still, not everything that is possible should be done in all circumstances. 
We must learn to say no. We must learn to restrict medicine to where it is 
useful and proper. Palliation is, of course, not just medical care, but a 
form of integral care for the whole person. This side of medicine would 
accept mortality and help the suffering person and his or her loved ones. 
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Catholic Healthcare and the Dutch National Character 

Martien A. M. Pijnenburg 

I doubt whether in the Netherlands at this time there is really an alternative 
to euthanasia. Any alterations we could effect would be more in terms of 
emphasis than real alternatives. With the social, ethical, and legal 
developments over the last twenty-five years, there has grown in our 
society a ready acceptance of the possibility of euthanasia for releasing 
people from suffering. From an official Catholic perspective, this 
development was a wrong step. It is a wrong answer to the wrong 
question. Instead the central question for society and healthcare 
institutions should have been how should we deal with suffering? This 
suffering is enhanced by growing possibilities in medical technology. 
That should have been the basic starting point. As it turned out, however, 
the starting point for the euthanasia discussion in the Netherlands was the 
conflict of duties for health professionals at a moment of intractable 
suffering in persons who were under their care when those persons 
explicitly requested euthanasia. The question turned on how to eliminate 
suffering rather than how to confront it and deal with it. 

The wrong answer emerged immediately and became predominant. 
That answer is that you can take away human suffering by killing the one 
who is suffering. Perhaps in some cases of emergency it truly is the only 
answer; I can accept that. Still it should not be the central answer to the 
dilemma of suffering. It should not have the emphasis that it has at this 
moment in the Netherlands. The rest of this essay develops this point 
further. 

Human Dignity 

In both a philosophical and a religious viewpoint, killing people to free 
them from suffering is not an answer that conforms with support for 
human dignity. Actually, it is a kind of contradiction to human dignity to 
kill people. This is the principal objection to euthanasia. Our focus 
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instead should be on what kind of society or what kind of health care we 
want to confront suffering? Here we can share the central concern of 
proponents of euthanasia. Both of us could unite in a struggle against all 
forms of unnecessary human suffering. We would part by distancing 
ourselves from an emphasis on helping people with their suffering by 
killing them to obtain relief 

Today people do, indeed, suffer too long during their terminal illness. 
The central concern about this situation should first be whether or not we 
will be committed to alleviate this suffering or to neglect it until it reaches 
a desperate point. In the Netherlands, we proceeded too quickly to the 
extreme measures in confronting this suffering, to the very end of life. 
Instead we should have begun the discussion about non-treatment 
decisions and specifically about the overall treatment of pain and suffering 
in palliative care. Palliative care has always been a part of our healthcare 
system, but only last year did we finally have an official policy from the 
government on palliative care. 

The Dutch Compared to Other Countries 

A very important issue is the definition of euthanasia. From 1985 
forward, the concept of euthanasia was restricted to the intentional 
termination of life by someone other than the person concerned, at his or 
her explicit request. In other words, for the Dutch, euthanasia can only be 
applicable to competent patients, and only at their repeated request. Thus, 
euthanasia of incompetent patients according to the Dutch usage is a 
contradiction in terms. "Voluntary euthanasia" is redundant. This 
conceptual framework distinguishes the Dutch debate and constitutes the 
main difference from other countries. For example, in Germany 
euthanasia is much more likely to refer to involuntary euthanasia, 
associating it with the involuntary termination of life in incompetent 
patients. It therefore has a much greater moral opprobrium attached to it 
from the start. By contrast, for the last decade in the Netherlands, a 
discussion has taken place about the termination of life of incompetent 
patients, such as severely handicapped newborns, seriously demented 
patients, and persons in a persistent vegetative state. In none of these 
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discussions are the contemplated actions called euthanasia, since this 
concept is reserved for competent patients alone. Instead, in relation to the 
incompetent, one speaks of "life-ending," or "life-shortening activities." 

Another issue contrasting the Dutch with others is that it seems to 
have become typical for the Dutch debate to focus on the sensationally 
difficult cases first, rather than on the much more frequently encountered 
challenges. The far larger and more everyday problem of caring for 
people who need more attention during their suffering and dying only 
emerged lately. Contrast this with the movements in England. The 
differences between the Dutch debate and the English one are that in 
England more attention was spent early on palliation and hospice than in 
the Netherlands. From their point of view we spent too little time and 
attention on palliative care. The English argue that when there is good 
palliative care there is little or no need for euthanasia. I am not sure 
whether this claim is as strong as they think it is. First of all there is a big 
difference between our heath care systems. Nonetheless, I do think the 
English have a point when they say in the Netherlands we have the 
potential, the expertise for good palliative care, but that this expertise is 
not always available at the point of service where it is most needed. 

Unlike the case in other countries, e.g., the United States, more 
people in the Netherlands die at home. This situation is covered by a 
general practitioner who has not always possessed needed expertise in 
palliative care. That expertise, rather, is found in a hospital or specialized 
center. Since most people die at home and most of the euthanasias take 
place at home, the deduction is that primary care physicians who do not 
have the proper expertise in palliative care are the ones most imprecated 
about euthanasia. 

Another unique feature of the euthanasia situation is that part of the 
Dutch national heritage and character is that we have a need to control and 
regulate all the social problems we face. It is often said that this 
confrontation with problems goes back to the hostile weather, environment 
and the sea that always threatened to overwhelm our land. We had to 
cooperate in keeping it drained and to keep the dikes well-tended. 
Another explanation is that we had to develop tolerance for dealing with 
different and opposing religious convictions and communities at the time 
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of the Reformation. Be that as it may, in order to deal with our problems 
as a society, we must discuss them openly, in public. For the most part 
that is a positive feature of our national character. It has issued in a 
"deliberation culture" that deals with socio-economic and ethical matters. 
Yet this national trait sometimes brings us into conflict with other 
countries or in the case of Dutch Catholic health care, the rest of the 
Catholic Church. Compare, for example, Dutch Catholicism and Italian 
Catholicism. The Italians seem to practice the same things we do, except 
they do not discuss them openly with the Vatican or refute the official 
stand of the Vatican on particular issues. This difference holds true for the 
euthanasia debate as well. I think in a lot of countries the same situations 
we face appear in health care, where doctors might inject people in 
intractable pain, withhold treatment at the patient’s request, and arrange 
for a peaceful and earlier death. The difference is that we want to talk 
about these decisions, and where possible, to regulate them. 

This leads to another cultural difference. While the discussions 
about euthanasia are typically Dutch, similar practices, as I said, occur in 
most advanced countries. But the open discussion itself becomes part of 
the problem. The discussion is always more than rational argumentation 
for doing this or not doing that. Any social discussion also conveys to 
people a symbolic meaning. The very fact that we discuss euthanasia and 
that both the medical society and the courts have formulated some 
restrictions, sends a message along with the discussion and regulations that 
euthanasia is indeed a real possibility. 

People are going to ask for euthanasia because everyone in the 
Netherlands knows that this is an option, a reasonable request. A doctor 
considers it as an understandable question from the patient. A lot of 
doctors consider it a moral obligation to offer euthanasia. Other physicians 
consider it a moral obligation not to offer euthanasia. They say they do 
not want to do euthanasia; they argue that it is against their view of the 
profession and what doctors are for. Owing to the public discussion, 
however, each person and each professional must formulate a response to 
suffering that is shaped by the euthanasia discussion. Therein lies the rub. 
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Dying Today 

Realistically speaking, how does prolonged suffering and a lingering and 
slow death possess "human dignity" compared to receiving a shot? It can 
only be somehow dignified in combination with almost perfect palliative 
care. That is the other side of the coin of the debate. It is insufficient to 
construct arguments against euthanasia, and then let it go at that. When 
one chooses to let people die as a method of comforting the dying, many 
argue that there is human dignity that flows from a combination of 
continued medical and nursing comfort care and palliation of symptoms. 

Permitting someone to die by withholding or withdrawing 
technological care more directly respects human dignity because by letting 
someone die one still respects the life of the person, while directly killing 
the person eliminates the very bearer of human dignity. There is a 
contradiction in claiming to respect and enhance human dignity and 
simultaneously eliminating the subject of that dignity. 

I think that there are two arguments at this point. The first and 
traditional argument for human dignity consists of negative arguments, 
arguments that exactly contravene practices that threaten human dignity. 
In this mode, the point of human dignity lies in universal human rights. 
The argument is really just a defense against undignified practices. The 
second argument is more of a social one. When we open up too much the 
possibility of actively killing people, even under strict conditions, by that 
very fact society becomes less safe for people who already doubt the 
meaning of their own life, and therefore doubt their ability to deal 
eventually with their suffering. This worry holds true especially for those 
whose meaning of life is doubted by others. What happens with this social 
feature in relation to people with a severe handicap or Alzheimer’s? To 
counterbalance these fears, I think there should be an institutional 
guarantee against all judgments about the quality of human life that 
diminish its value and meaning. 
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The Autonomy Emphasis 

There is too much one-dimensional focus on the human person as an 
autonomous entity making autonomous choices. Autonomy is an ideal but 
not an absolute value. Moreover, I think there is a big gap between the 
ideal and the actual reality. Because of this focus in the Dutch debate 
about euthanasia, greater and greater attention has been paid recently to 
individuals who are incompetent and not autonomous who are nonetheless 
viewed as "entitled" to receive an end to their life because of the presence, 
- in the view of others - of unbearable and hopeless suffering. 

According to many religious people, too, basically the issue of 
euthanasia is a moral question between them and their creator. It is an 
individual approach that exempts itself from more universal norms and 
duties. Euthanasia becomes an issue "between me and my creator." Life 
is given to me but there can come a moment where I am entitled to give 
this life back to my creator. Protestants who support euthanasia rest this 
support on the argument I just repeated. That is why they can stress 
autonomy. Euthanasia is made into a personal decision based on personal 
values. The creator is viewed as "giving me this ultimate opportunity." 

The Catholic Tradition 

The Catholic tradition, by contrast, stresses community and society much 
more than the Protestant. Our criticism of and opposition to euthanasia is 
based on caution about admitting euthanasia as a social norm or including 
it in institutions of health care. We tend to view these developments as a 
threat of the dignity of persons and society. 

I think that there can be a situation calling for euthanasia in an 
emergency, when there is no alternative left. In every society of law there 
is a space for exceptions. Of course, this does not imply that the exception 
is morally justified. Rather these situations are tragic: one cannot make a 
choice that does not involve evil and good. What has to be done then is a 
matter of conscience and prudence for the persons involved. We tend to 
dramatize the tragic dilemma of suffering and duty in which nobody can 
do good or evil in a traditional moral sense. These are situations at the 
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edges of normal morality. This also characterizes the kind and ambiguity 
of the Dutch development of euthanasia practices. From the beginning, 
the discussion was focused only on these kinds of intense, border 
situations, the situations replete with force majeure implications. 
Regulations governing these exceptions have made exceptions to the rules 
the general principles. The exceptions have become the models for 
producing standard rules. Euthanasia, originally conceived as an 
exceptional option under force majeure, is now a reasonable option under 
standardized procedures. Many people defend the notion that it is a 
professional duty to fulfill a request for euthanasia. 

Proponents of euthanasia often assert that one can "put up fences on 
the slippery slope" to ensure that our practices do not begin to jeopardize 
the vulnerable and dispossessed. Let me look at that more deeply for a 
moment. On a social level, our open discussion of euthanasia has led to 
widespread social acceptance of the concept both among patients and 
health care workers. A conceptual slippery slope occurred about ten years 
ago, however, that demonstrates how the supposed fences are inadequate. 
A minority of the State Committee on Euthanasia predicted that when we 
allow euthanasia under the specific conditions of a patient’s request, we 
actually have no argument to make the presence of a request an absolute 
and unconditional criterion because to fulfill a request for euthanasia there 
is always needed something more than the simple agreement of the 
physician. The physician does more than just assent to the judgment of 
the patient about his or her intolerable condition. That "something more" 
is a motive on the part of the physician. Committing euthanasia, he or she 
is doing more than just fulfilling a request by the patient. The physician’s 
action is also motivated by benevolence or compassion. 

When society permits, even under strict guidelines, responding to 
requests for euthanasia of patients in intolerable situations, society must 
logically permit the incidence of euthanasia without explicit requests for 
patients in analogous circumstances who have no ability to assess their 
condition nor competence to make a request, and for whom a physician 
feels a conflict of duties between prolonging suffering and relief of that 
suffering. Based on the physician’s motive under force majeure, one 
could justify killing persons without their explicit request. That is what 
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we are experiencing now. We are now discussing as a society killing and 
termination of life for incompetent people as an eventuality. Based on the 
reasoning I just articulated, people are thinking that a patient with 
Alzheimer’s or a severely handicapped child are also really experiencing 
hopelessness and degrading suffering. Why should they have to continue 
this suffering? Is it not more humane to terminate this life? Could the 
patient be denied the possibility for active killing just because he or she 
cannot ask for it? That seems like a kind of discrimination. 

Strictly speaking the principal questions in these complex matters are 
not focused on the moral justification of deliberate killing. On the 
contrary. Thinking this would be a major misunderstanding of the Dutch 
debate, just as it might be if one equated the Dutch practice of euthanasia 
with the Nazi ones. Unfortunately this image does exist and is fueled by 
the media. Our debates about medical treatment of the incompetent in 
situations of hopeless, prolonged and/or degrading suffering start with 
questions of whether or not treatment should be initiated at all. The 
second question concerns the conditions under which the treatment might 
be withdrawn. Specific attention is paid to the issue of artificial feeding. 
Once these decisions have been implemented and no more curative 
medical treatment is sought due to the patient’s poor prognosis, and the 
patient continues to suffer severely in a way that cannot be effectively 
treated, would a consideration arise to hasten death by actively killing? In 
practice, this happens very seldom. But as a result of our discussion about 
killing on request, the option of actively killing incompetent patients arises 
as an understandable inevitability. In public opinion it has been viewed as 
an act of mercy, although there is widespread consensus that such 
situations are very exceptional. As a result such situations need rigorous 
and thorough assessment by the medical profession, by legislators, and by 
the public itself 

The Catholic approach is to stress human dignity despite the condition 
of the patient, without of course implying that the life of that patient must 
be prolonged at all costs. Human life is always relative in importance to 
God himself Faith is partially the conviction that humans are made in the 
image of God and are always open to redemption no matter what the 
circumstances. This cannot be proven, but only reasonably defended, just 
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as the conviction about human dignity cannot be proven. "Human 
dignity" is a secular phrase for a more confessional belief that "Life is 
given by God," or "We are created in the image of God." 

In public discourse, the idea of promoting human dignity at the end of 
life therefore carries with it a bundle of meanings, depending on one’s 
secular or religious convictions. In developing laws and public policy, one 
strives for conceptualizations that can be readily understood by everyone 
and that embody social protections for cherished values. That is the 
philosophical idea of human dignity. The concept of human dignity, 
however, is not just a collection of different beliefs about personal value. 
It has a history and a social function. It was formulated as a public idea in 
reaction against practices that all or most people consider inhumane acts. 
Thus expressions of beliefs about human dignity are at once the most 
broad and the most fundamental. 

In this concept of human dignity all that is believed comes together as 
both a content and a function of protection. For instance, in our criticism 
of what happens in Iran or in China, the judgments we make about 
violations against human dignity are based on our concept of human 
rights. Thus the concept itself is not just a notion carried around in our 
minds. It has a social and international function. When a person or a 
country does not respect human life then it, by definition, does not respect 
human dignity. These two notions are intimately connected. 

This is the reason assisted suicide is judged negatively by religion. 
Suicide is actually a choice against the respect of one’s own life in one’s 
own soul. Assisted suicide, I think, can only be defended from the 
standpoint of autonomy that implies that I am the sole arbiter about 
decisions regarding my own life. I can decide to terminate my own life. 
This argument has a great acceptance in our culture. 

The argument in favor of suicide as an act of personal freedom is not 
the same as an argument for physician assisted suicide. When you are my 
doctor and I ask you to assist me in my wish for suicide, then this request 
exceeds the professional’s domain, in my opinion. Doctors do not have 
the professional task to assist people in suicide just because they think it 
would help the patient. Perhaps we can admit that the physician does have 
power, first as my physician by appointment and consent, and secondly 
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because the doctor has the keys to the drugs that can bring about death. 
He or she does have this power to say, "O.K., I will help you." The doctor 
does not perform this act as a physician, however, but as a fellow human 
being who is suffering with the patient. There is a difference between a 
professional acting as a professional and the humane acts of a physician. 

In the Catholic tradition we respect human life but never as an absolute 
value, as is the case among vitalists. Human life has a high value, but 
there can be a higher value than preserving one’s own life. Perhaps the 
value of martyrdom, sacrificing life for the welfare of others, is the best 
example of the relativization of the value of one’s own life. In this case 
the individual does choose to lay down her life for others, or even for a 
higher principle, one’s belief in God or her church. The most interesting 
point from the standpoint of that tradition is the question of whether I 
could choose to kill myself or asking for assistance in suicide for sake or 
love of my relatives. This would certainly qualify as a kind of sacrifice. 
Sometimes this motive is found among those who choose euthanasia. Yet 
most of the time in euthanasia we are not talking about choosing death as a 
kind of sacrifice; rather, we are talking about choosing death as a way out. 
Even the "sacrifice" of asking to die for the sake of one’s relatives may 
really be motivated by one's own suffering that is impacting on the loved 
ones. 

Say I am the father of two little children and I decide I do not want 
them to suffer economically or in watching me deteriorate due to a 
terminal illness. So I ask for euthanasia. I seem to be sacrificing my life 
because of them. I want to prevent their suffering because of my 

suffering. I would not want to minimize the nobility of this kind of 
reasoning at all, but even so the motive is mixed, terribly tied up with my 
own suffering and a cultural assumption that one should not be a burden 
on others. My children actually should want to take care of me. This 
cultural assumption that one should not be a burden on others comes from 
the same emphasis on autonomy I have explored in this essay. If one is 
totally autonomous, then being dependent on others in any way is seen as 
a burden on them and a cross for one’s self This does not square very 
well with what people are actually prepared to do for one another. Thus, 
our society seems almost surprised about the sacrifices and tenderness 
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shown to victims of disasters or terrorism. In such situations the best in 
human beings seems to come out. A sense of an authentic human 
community emerges. 

We should take care to underline these values in contradistinction to an 
overemphasis on individual autonomy. The starting point should always 
be care for other people. Thus, the starting point of a compassionate care 
for the dying should not begin with making sure that the dying person can 
make an autonomous choice not to become dependent on others. Instead, 
we should approach people as social beings, both in our social practices as 
well as in our philosophical and ethical frames of reference. In this 
approach we start with a conviction that we are responsible for and to one 
another to realize the good of life, especially in hopeless and desperate 
situations. The choice for euthanasia is a capitulation, sometimes perhaps 
unavoidable, but never a proper solution of the problem of human 
suffering. 

The Future 

I have to express my position as the general secretary of the Catholic 
Association of Healthcare Institutions. I do not entirely represent all 
members of the CAHI. The members of our association are free to make 
their own policies. Through persuasive arguments and mutual discussion 
we try io influence our public dialogue and try to influence the policy of 
institutions. We see a very broad range of opinions and practices among 
our member institutions which is quite liberal. Hence my comments 
should not be taken as an official position in any way. 

When I look at the future I am a little pessimistic. It seems clear that 
we cannot turn back the clock and start the discussion about euthanasia 
from the perspective of a more comprehensive care for the dying. The 
only thing we can do is offer some alternative that would be attractive to 
persons who are suffering. 

We comment on the different reports of the medical society about 
terminating life in incompetent patients, and the dangers of extending 
euthanasia in this way. We cannot properly estimate the effect of our 
commentary and other interventions. Given the widespread acceptance of 
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euthanasia in Dutch society, the danger of being constant naysayers is that 
we place ourselves in a very marginal position, which is not very effective. 
It is better to stay as close as possible with the actual practice in 
institutions of our society. Simultaneously we try to be sophisticated 
about the objections to these practices. When we want to influence a 
social debate, it is not only a question of being right with good arguments, 
but also being in a position where people still want to listen to us. For 
instance, the Physician’s Union is firmly opposed to euthanasia, but it is 
very conservative. In the public debate this weakens its position as 
participants in a dialogue. 

The future of euthanasia discussions is international. If anything 
emerges from our experience it is that other countries should avoid the 
same overemphasis on autonomy that has beset us. To be sure, autonomy 
is a very important value; it protects a patient against medical paternalism 
and therapeutic insistency. It protects the patient since, at a minimum, one 
cannot perform euthanasia without the patient’s consent. The main moral 
question of euthanasia, however, is not whether one can choose it freely, 
but rather whether it is permissible at all. Is it morally right to kill people 
for mercy? Mercy killing was also the point in previous debates in the 
Nineteenth Century and the beginning of the Twentieth Century in 
Germany. Even though these debates occurred in different cultural 
contexts, their arguments have been extrapolated to our era. In every 
instance one reached a conclusion that under specific circumstances mercy 
might lead one to terminate a life. However the final conclusion of these 
debates was that these conditions are impossible to arrange and regulate by 
law. This is because our law is based on the commitment that human life 
is to be protected always independent of its health, wealth, autonomy, 
consciousness, independence, or any other qualifying condition, and that 
this value is higher in rank than the permission to choose against life. 
When compared, for instance, with our abortion debate, in our law 
abortion is illegal because it contradicts the basic value of human life. It 
can only be permitted in situations of a state of emergency. The main 
point is that it remains illegal. Also euthanasia comes under criminal law. 
This points to my conviction that the basis of law is protecting human life 
in society. Of second rank is protecting autonomy. Hence the major 
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euthanasia debate in the Netherlands is that it has reversed the role of 
social protection of the law from one that acted to preserve the value of 
human life to making exceptions to this rule into a general principle. The 
exception, a permission to kill out of mercy, has increasingly been seen as 
an act of beneficence toward persons at the end of their life. This reversal 
threatens to undermine our social commitments to one another, and has 
had the unfortunate consequence of putting the cart before the horse. The 
bigger problem of adequate care for the dying has been eclipsed by the 
dramatic and singular cases of a conflict of duties among doctors treating 
intractable suffering. 




Part Two 



Living with Euthanasia 

Physicians and Families Speak for 
Themselves 




Introduction 



Reexamining "Do No Harm" 

"What gets left of a man amounts to apart. To his spoken part. To apart of 
speech." - Joseph Brodsky' 

No request is more emotionally charged than asking to die. To enlist others 
to assist, participate, or even just acquiesce in one's death threatens 
caregivers, loved ones, and ultimately, society itself^ Asking to die seems to 
betray a basic social taboo that we should want to live no matter what. It 
violates the law as well as the social expectations of physicians and their role 
to preserve life. Most fundamentally, it appears to break the ancient rule 
against killing.^ 

Increasingly, as technology extends the borders of biological life, patients 
are demanding that their voices be heard regarding their right to set their own 
limits. The doctor-patient relationship, ideally one of collaboration, is 
sometimes ruptured in the extent to which patients want to control the 
circumstances of their dying. Patients, families, and doctors are on a 
collision course it seems, especially when physicians are challenged to 
reexamine what it means to "do no harm" when patients and their families 
interpret autonomy to include making their own choices regarding death, not 
just regarding life. 

This conflict is exemplified in the following letter received by an 
American physician and educator, David A. Bennahum, M.D. The dilemma 
of the physician's role and the patient's right to determine a quality death 
arises in his patient's request: 

In pursuit of my ultimate objective of being in control of my self-deliverance at the 
time when my physical condition no longer warrants continuance, I have joined the 
Hemlock Society of Los Angeles. 

The Society urges its members to explore with their personal physicians this subject 
well in advance of the actual moment of necessity, and in particular the problem 
of acquiring a lethal dose of a drug that will provide a release consistent in quality 
with the degree of peace and serenity sought in life. 

It is my hope that we can find a process commensurate with your moral and 
professional concerns which will allow us to collaborate. 

1 would appreciate hearing from you. Fondly, T“ 
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Dr. Bennahum found Mr. T.'s request challenging. He poignantly 
provides his own account of this patient, the choices they both faced, and the 
eventual outcome: 

“Mr. T. was a retired professor of music and theater. He was 58 when he 
wrote to me, four years before his death, and had suffered from progressive 
multiple sclerosis for many years, he could still drive a car and care for 
himself, but walking took considerable effort and he wore a heavy brace on 
one leg. I would often see him at university productions of music, plays, and 
opera. Because I was married to a member of the dance faculty, I found 
myself at the University theater several times a week, and I asked him why 
he attended so many productions that were not always of the highest quality 
and that he had seen before. In answering, he gave me the gift of his insight: 
‘I might see something new.’ 

Mr. T. was twice divorced and lived at times with one of his two sons. He 
had constructed an elaborate system of body care for himself that included 
swimming, massage, and physical therapy. One of the delights of his 
friendship was to be invited to his home for dinner, for he was a formidable 
cook at whose table one would meet the most interesting people. The best 
part would be just hanging about the kitchen watching him cook and being 
given tasks such as grating the cheese or spinning the lettuce. 

Despite his courage and his zest for life, the disease continued to assault 
him. At one point he took an overdose, survived, and even looked back on the 
moment as an out-of-the-body experience. But the fact that he would lose his 
control and his dignity began to weigh upon him. It was then that he sent me 
the letter, which I received with some shock. I went over to his home, by then 
a small apartment that he could manage, and we had a long talk. I was not 
convinced that I could provide him with the means to end his life. In fact, in 
the ensuing months and years as I pondered the subject of suicide and 
euthanasia I found myself less and less sure that I could assist a patient in 
either act. As usual, Mr. T. stimulated me, for I read everything I could on the 
subjects, attended conferences, and soon found myself exploring with 
students the very questions he had raised. 

At first I thought that my hesitation was a lack of courage, a fear of 
breaking the law and its consequences. Over time, however, I found that my 
identity as a Jew and a Jewish physician did not encompass the killing of a 
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patient. I have seen many patients die and have no hesitation withholding 
nutrition and hydration or giving large doses of narcotics sufficient to put a 
patient to sleep when appropriate, but I could not find in myself either the 
courage or the justification to give a drug with the intention of causing the 
death of a patient. 

I remember my first cancer patient and his physician when I was an 
intern. The patient was an elegant retired mayor from a New England town. 
He had won a Silver Star in the Pacific in World War II and he was dying of 
Hodgkin's Disease. His physician, my teacher, was very experienced, a 
Catholic, and a person of great compassion. He said that I could always ease 
pain and even suffering if I gave enough morphine, but I should always write 
my order first with the dose, then with the frequency, and then add, ‘unless 
respirations are less than six per minute.’ In that manner my intentions to 
ease rather than to kill would always be clear. 

So, I never agreed to Mr. T.'s request. He developed acute abdominal pain 
one Sunday afternoon. His son called me to the apartment, and I persuaded 
him that he might have an intestinal obstruction and that we needed to have 
him come in to the hospital, which he did. We passed a nasogastric tube to 
provide comfort, and radiographs revealed an obstruction of unknown cause. 

I then urged him to have exploratory surgery, but he refused. We argued for 
several hours, but he insisted on going home, and in the end, because of his 
keen intelligence and his capacity to make decisions, he was allowed to leave 
the hospital. Later that day his son called me to say that he thought that his 
father had died. I went to the home and found him dead. I do not know 
whether he had a cardiac event due to electrolyte instability or whether he had 
found the means to take his own life. 

In thinking about him, I do not regret not assisting him, but I am, like Dr. 
Timothy Quill, deeply sorry that I did not attend to him. He had chosen to die 
alone, and I was not there for him in his final lonely minutes. As always, Mr. 
T. taught me something. He came like Jacob to the Jordan Valley and alone 
had wrestled with his angel. Knowing that his multiple sclerosis was certain 
to worsen and fearing the loss ofhis independence, he chose death over what 
he feared would be a life not worth living. 

I regret that I did not fully understand his intentions and was not there at 
the end.” 
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Another American physician, faced with the suffering of a family 
member, made a different decision: 

“My mother-in-law, Rebecca, loved to garden. Every day she would 
make the rounds of her garden, spending hours picking off any spent petals 
or leaves, making sure everything looked perfect, which it always did. Her 
fuchsia and roses thrived under her care and were spectacular. She was a 
strong-willed woman with definite ideas about how she would live her life. 
Rebecca loved tending her flowers, being with her family, making Victorian 
doll houses, and watching old movies. But her life experiences also gave her 
some deeply held aversions. She hated hospitals. She also feared suffocating 
to death, as she had watched her mother do. Her mother had died at Rebecca's 
home of lung cancer, and Rebecca had cared for her to the end. She never 
wanted to go like that. 

When breast cancer finally overcame all of the chemotherapy and 
radiation and began to fill up her lungs, she had no doubts about what kind 
of death she would not have. She would not die in a hospital, and she would 
not die of suffocation. Rebecca's doctor, a very caring and kind family 
practitioner, assured her that he supported her dying at home, and that he 
would prescribe her enough morphine so that she would not suffer. He also 
enrolled her in the hospice program. But the morphine did not stop her 
periods of desperate air hunger, when she would gasp and sweat and panic. 
At doses large enough to suppress these episodes, she would be too stuporous 
to talk to her family or do anything but sit and stare. To Rebecca, this was 
absolutely not acceptable. This was not living. 

I do not know when she made the decision to take her life. It was during 
my last visit to her that she asked me for help. I could see that the morphine 
was not relieving her shortness ofbreath, even at increasingly high doses. She 
explained to me that if she had to be made semiconscious to relieve the 
shortness ofbreath, she would rather be dead. Knowing her pride and self- 
sufficiency, knowing her deep fear of suffocation, I realized that in terms of 
her own values she really had no alternative but to take her own life. 

When she asked me to help, I did not hesitate to do what I could. I told 
her that her digitalis and antidepressant would both be lethal at high doses, 
and that she should take the rest of her morphine after these to stay awake to 
get the first two drugs down. But I had never had any training in this. There 
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were no classes on thanatology in medical school and no "how to" book on 
suicide for the public. What I told her I derived from the warnings and 
precautions surrounding drugs like digoxin and antidepressants. She said that 
if it did not work, she would get the gun they kept in the house and use it, and 
I knew she would. It was a matter of dignity for her, maintaining the power 
to decide when her end would come and how. 

I advised her as best I could and wrote down my instructions in case she 
forgot. Then I called her children in other states (including my husband) to 
come and say good-bye, and I left to look after my own child. Her family 
gathered around her and spent a sad, intense weekend saying good-bye. She 
figured out a formal way to distribute her belongings to her children, by a sort 
of lottery, which she was there to supervise. It was like a wake, with the 
deceased sitting in the living room directing events. I thought it was a 
wonderful and thoughtful way to leave this world and very typical of 
Rebecca. On Sunday night, the children all said their final good-byes and 
returned home. 

Thursday morning I received a frantic call from my father-in-law. He and 
Rebecca had laid in bed together for a long time the night before, talking 
about their life together. She then took her pills, and he laid down beside her, 
holding her. By the next morning, she was deeply unconscious, but still alive. 
He was in a panic that she would wake up and go for the gun. I felt like an 
utter failure. I had let down someone I loved in the most important test of my 
life. I could not imagine how she would feel if, after all of the preparation and 
leave taking, she woke up to find herself still alive and still suffocating. 
Instead of ending her life with dignity, it would mean ending with the 
ignominy of a botched suicide attempt and the necessity to do it all over 
again, but possibly this time in a violent and traumatic way. 

While I was imagining all this, he told me she still had her oxygen on. I 
told him to take it off, wait, and call me back. After a tense hour, he called 
me and told me she had finally died. We were both weak with relief If this 
strong, proud person had to die, it was best that it be on her own terms, and 
it was. 

I wish that I had known what to advise her about her drugs, so that her 
husband would have been spared those agonizing last few hours, wondering 
if she would wake up. I wish her own family physician had been able to help 
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her, instead of me, someone who loved her deeply. I wish she had never 
gotten cancer in the first place, and she was still here with us, tending her 
fuchsia and roses.”^ 

Separated by geography and cultural circumstances. Dr. Bennahum, Mr. 
T., Rebecca and her anonymous daughter-in-law, are nevertheless linked with 
Dutch physicians and their patients who face the same struggle with ultimate 
questions about life and death during terminal illness and long-term suffering. 
Like the Dutch physicians whose stories are contained in this section, both 
Dr. Bennahum and Rebecca's physician daughter-in-law were deeply devoted 
to the suffering people who asked for their help in dying. They clearly 
anguished over their terrible circumstances, yet they came to different 
conclusions. A superficial assessment would suggest that Rebecca's daughter- 
in-law shared more with the Dutch physicians than did Dr. Bennahum in that, 
over her own conflicting duties and loyalties, she chose to end a life. The 
similarity is not entirely true. It was precisely because of her familial 
relationship to Rebecca that caused her to make the choice and risk legal 
sanctions. Whereas for Dutch physicians openly practicing euthanasia within 
prescribed guidelines, presumed objectivity allows them to assist their 
patients to die, but that same objectivity is not believed to hold for family 
members. In the Netherlands physicians may euthanize patients, but not 
family members. In the United States, because of the state of the law, 
physicians find themselves willing to risk prosecution for their own family 
members, but less often for their patients. 

Unexplored Territory 

The above American doctors as well as their Dutch counterparts interviewed 
in this Section are united. As they searched for the "least worst alternative," 
they weighted conflicting values, loyalties, duties, rights, and principles even 
though their deliberations caused them to come down on different sides of the 
challenge. 

This struggle is the essence of a moral dilemma. Conflicting values create 
a moral quandary. But there is more here than an intellectual analysis alone. 
There is an existential challenge to any person involved in euthanasia. Before 
any objective moral judgments can be made, in addition to gathering relevant 
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facts and weighing ethical principles there is a crucial and often-ignored step; 
the imperative that decision makers reflect on all the relevant facts and allow 
the impact of those facts on the lives of those involved to sink into their 
consciousness. Thus, the following personal accounts presented here 
contribute to an analysis of euthanasia by bringing a missing ingredient; the 
euthanasia experience as it is lived. The moral arguments are well- 
established, but it is experience that moved many of the following families 
and physicians from their previous convictions to new ones. 

The resulting intimate portrait of the euthanasia experience is only made 
possible through interviews conducted in the Netherlands with Dutch 
patients, their family members, and physicians who have worked with 
patients and families during such decisions. From the family perspective, 
these stories examine and consider the vast array of difficult problems 
families face when a loved one decides to terminate his or her life. Among 
these questions are: When was euthanasia first discussed and who raised the 
possibility? What other options, if any, were considered? What reasons did 
the patient give for wanting to end his or her life and how was the preference 
for euthanasia expressed? Did the patient communicate the desire repeatedly? 
Over what period of time? Was the patient depressed with the circumstances 
of dying? What role, if any, did the family members, friends, and other 
relatives play in the decision? What role did the physician play? Did 
everyone who discussed the patient's request agree with the choice of 
euthanasia? Did anyone attempt to dissuade the patient? How has the 
patient’s choice of a deliberate death affected the participants and survivors? 

Family members recall what actually transpired at the time of euthanasia. 
They answered such questions as: How did the doctor respond to the patient's 
request? What arrangements were made between them? Was the patient able 
to communicate at this time; if so, what was said? Who was present when 
the patient died? How was the euthanasia carried out? What were the 
patient's last words? How did the family respond to the patient's death at that 
moment? 

Although death ends the euthanasia experience for the patient, for the rest 
of the family there are many issues to be worked through. The families in our 
interviews confide how they felt immediately after the death of the patient 
(e.g. remorse, regret, relief), whether their feelings changed over time and 
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whether they would have done anything differently. They also discuss 
whether they would want the same for themselves if they were in a similar 
circumstance; and if so, how they have discussed this with their own 
physician. 

It will become evident that families differ in their view of the euthanasia 
experience. For some it afforded the best, or only tolerable option in a terrible 
situation. For that, they are grateful. For other families there were things they 
wished had been different. There were aspects of their choices they would 
change in hindsight. Unquestionably there are families, even the most 
satisfied, who would have done things differently. What we learn from 
families in this latter group provides us with substantial food for thought. We 
are most grateful for their honesty, for their experience will help in our own 
personal and social assessment of euthanasia. 

Other voices relayed are those of physicians who in response to the 
dilemmas posed by euthanasia have answered for themselves that active 
intervention is not murder but mercy. Until now, very little has been written 
regarding the physicians who have assumed the responsibility olparticipating 
in euthanasia or physician assisted suicide. Do those who are repeatedly 
involved in terminating the life of another person become inured to the act? 
What impact did it have on the physician? The physician's own family? Do 
they feel they have taken "dominion" over the life of another? Does it 
become easier? If so, those who argue that incorporating euthanasia and 
physician assisted suicide in our social structures will lead to the devaluation 
of human life will have important evidence to back up their arguments about 
the domino effect of any legalization. If not, the continued moral struggle for 
both the physician and families in making life-ending decisions will blunt 
some of the slippery slope arguments. 

A question to ponder while reading the physicians' stories: With the 
seeming openness and liberalism regarding assistance in dying, why has the 
Netherlands never produced a Dutch counterpart to Jack Kevorkian? Is there 
some ingredient in, or facet of, the relationship between Dutch physicians and 
their patients and families that bears closer examination in this regard? A 
widespread criticism of Dr. Kevorkian's assistance of patients' deaths is that 
he does not pay sufficient attention to the human and psychological elements 
in the request to die. One physician-critic of Kevorkian editorialized that 
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Kevorkian's methods are not even those of a physician. There is nothing 
medical about the methods of using a canister of carbon monoxide. In his 
view, the absence of a long-term relationship with a patient makes 
Kevorkian, not a sensitive, caring physician attending the death of his 
patients, but a "traveling executioner."'^ Were euthanasia to be legalized in 
the United States would it simply open a floodgate to bands of roving 
executioners? Indeed, Dr. Kevorkian has explicitly suggested that physicians 
not perform euthanasia. Rather specialists called by him "obitiarists" would 
do so. This contrasts with the nearly universal conviction of Dutch 
physicians that one must not abandon patients and shirk from responsibility 
when they ask to die. The physicians themselves must assist, or refer their 
patients to someone who will help in this way. 

Just as sound moral judgments regarding euthanasia and physician 
assisted suicide cannot be made without an understanding of what those 
experiences mean in human lives, sound public policy cannot be constructed 
without incorporating the insights of patients, families, and physicians. In the 
personal accounts presented here, the voices that seem loudest are the ones 
silenced by the euthanasia. What astonishes those of us not yet ready to die 
is the quality of patient insistence on the rightness of their decision. Often 
they have to convince their family members as well as their physicians over 
a period of time in which other life-activities are taking place. In the stories 
to follow, the patients are a powerful presence although they are, of their own 
volition, gone. 
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Section One 



Physician Stories 




Euthanasia at Home 




Chapter One 



Annie Asked, "Are You Going to Help Me?" 

I graduated in 1975 and entered practice in 1976 as a Family Practitioner. 
Currently, there are 1600 patients in my practice (the average in Holland is 
about 2,350). Approximately nineteen percent of my patients are over sixty- 
five years of age. 

Although I do not keep a record, I have performed about seven cases of 
euthanasia over my years of practice, and have served as the consulting 
physician in seven or eight other cases. I also supervise younger, 
inexperienced colleagues in their euthanasia cases. 

Annie: A Model Patient, A Model Death 

The case that stands out most in my mind took place approximately ten years 
ago, and involved a patient I greatly admired for the way she conducted 
herself, her life, and her dying. Annie was seventy-eight and suffered from 
lung cancer, although she had never been a smoker. She was a very 
intelligent, charming, delightful woman of strong will and character who was 
the much respected and beloved matriarch of her family. For as long as I 
knew her Annie had a special dignity, and I was greatly impressed by the way 
she related to her family, to me, and to everyone around her. 

Annie was losing weight and coughing up blood, and consequently was 
sent to the hospital to be x-rayed. It was then that she got the diagnosis, and 
it was at that pont that Annie raised the question of euthanasia. She told me, 
"Doctor, I am not afraid of dying. What I do not want is dying in terrible 
pain. I want to die with dignity." That is when she asked me, "What can you 
do for me? If it becomes very painful and medication no longer works, are 
you gong to help me?" 

By the time Annie asked me to help her die, she had been my patient for 
eight to ten years. She was the fourth patient who had asked me for 
euthanasia, and the legal situation in Holland was much murkier than it is 
now. This was the time before there were written guidelines; but, I felt 
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I respected Annie greatly and I was impressed that she was so clear about 
what she wanted. I told her that euthanasia would be an option, but she 
needed to write a personal statement putting her wishes down on paper. I 
advised her to keep a copy at home, give one to me, and give a copy to her 
children. So, that’s what she did, and I kept a copy in my records. 

Advising patients to put their wishes in writing is a common practice of 
mine in euthanasia cases. Not only is it important later for legal purposes to 
be able to document the patient’s true will, but it also forces patients to think 
very carefully about what they really want. A written directive is also a sign 
to family, friends and caretakers that the patient is thinking in these terms and 
it opens conversations. 

As her disease advanced Annie was eating less and losing weight. 
Complications developed, she had metastasis in her bones and ribs and it 
became very painful. I sent her to a specialist who provided morphine for 
pain control, and that helped for a couple of months. As her symptoms 
became more severe, she required stronger and stronger medication. Finally, 
Annie said the morphine was not really working anymore, the pain was 
unbearable and what was worse for her, "The medication clouds my mind and 
I want to die in a way that reflects my life - 1 want to be able to talk with my 
family with a clear mind. I do not want to be sleeping all the time, and I do 
not want higher doses of morphine." 

It was at this stage that Annie began to press hard for euthanasia. My 
experience has been that when patients get to the pont they are suffering 
unbearable pain and asking for euthanasia, they feel the time has arrived and 
they want the procedure as quickly as possible. Their impatience is 
understandable, because for them to continue is untenable. But, a stipulation 
I have set for myself is that patients have to ask at least 3 times on 3 different 
days before I will agree - and no earlier. I need the time, not only to make 
sure the patient is consistent, but also to prepare myself and the patient’s 
family. 

In Annie’s case, she had three grown children in their thirties, and a 
husband in his eighties who provided a strong support for her wishes. There 
was a very open atmosphere from the beginning, but even in the most ideal 
of circumstances, I always arrange to talk with the family well in advance of 
the actual euthanasia appointment. Families want to know what is going to 
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happen and I always ask them if they want to be in the room when the event 
actually takes place. Typically they have a great many questions, such as 
"What should we expect?" "Is it awful to be there?" I always pay a great deal 
of attention to family questions. My experience is if the family, and 
sometimes close friends as well, are really prepared as to what is going to 
happen, very often they want to be present. Also, patients usually want to be 
surrounded by loved ones at the moment of their death. If those closest to the 
patient do not have their questions fully answered, they find the prospect of 
witnessing the euthanasia frightening and do not want to be in attendance. 

In addition to preparing the family, in some instances I want additional 
time to talk with my colleagues to assure myself I am making the right 
decision. The impact of the responsibility is so enormous that I must be fully 
convinced that euthanasia is the best alternative for someone in an awful 
situation. Also, I consult with a general practitioner outside my group 
practice; and it is only after the consulting physician visits the patient and 
agrees that euthanasia is appropriate that I will make the actual appointment 
for euthanasia. In Annie’s case, she firmly persisted in her request for help 
in dying over a three day period. I scheduled the requisite appointment to 
have an outside physician review Annie’s medical record and interview her 
to determine if, in his mind, this was indeed her request. 

All preparations completed, it is then important to arrange a quiet 
moment for the euthanasia itself Usually when I ask patients, "when do you 
want me to come?" they say, "As soon as possible." It may seem surprising, 
but the real stress of a euthanasia for me takes place well in advance of the 
actual event beginning from the time the subject is first introduced. Once the 
decision is made and the appointment is arranged, I experience almost a sense 
of relaxation. I go through my busy day in my practice, go home for an early 
dinner, and then return to the patient’s home for the appointment. I feel tired, 
but relieved and that is what families report as well. Annie’s case was typical 
in this regard. I went to Annie’s house in the evening accompanied by a 
colleague who was in training and had no euthanasia experience, and the 
nurse from our group practice who had been caring for Annie at home. 
Although there were three of us present, I was, of course, the only one 
responsible. Annie had arranged for private talks with each of her children 
before we arrived. Once again, I talked with her about her wish to die. 1 said 
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"Do you really want me to euthanize you?" She answered a firm, "When?" 
and she said, "Now - don’t make me wait any longer." 

Annie was surrounded by her family. Everything had been done to make 
her comfortable. She was not able to take anything by mouth, so instead of 
a preparation of barbiturates, my preferable method of euthanasia, I had 
prepared a lethal injection. I was very impressed by the way she said to me 
very calmly, "It’s time now" and she offered up an extended arm in a gesture 
signaling her readiness for the injection. She fell into a deep sleep with the 
barbiturates, and I gave a second injection of curare to ensure a quick death. 

What happened next in Annie’s death is typical of the events that take 
place after a euthanasia. The family is informed that the patient has actually 
died. There are condolences and tears for the loss of a loved one. It is my 
practice to stay with the family and talk with them during this extremely 
emotional time. Annie’s family was not unusual in that, even though they 
were crying, they found her death a relief because she was so determined that 
she wanted to die and did not want to suffer any more. Their griefmixed with 
relief mirrored my own feelings. At an earlier stage in my practice, I found 
that just after euthanizing a patient I needed to sit down with my colleagues 
and talk about everything that had transpired, as kind of a therapeutic 
endeavor to make sure that all had gone well. Now that I am more 
experienced, I do not feel the need for this "debriefing" afterwards. I never 
have trouble sleeping or experience remorse; instead, I feel satisfied that I 
have done the best I could to help my patient. 

The institutional rituals following a euthanasia like Annie’s involve a 
number of agreed-upon steps. Because it is an unnatural death, the physician 
is not permitted to sign the death certificate. Immediately after the patient 
has died, I phone the municipal medical examiner to report that the patient 
has died from unnatural causes. Usually within half an hour the examiner 
arrives at the home to examine the deceased. I give him the medical record, 
including a coy of the patient’s own statement requesting euthanasia, along 
with the report from the consulting physician. The examiner looks through 
the documents, and if the terms of the guidelines have been fulfilled, he or 
she calls the prosecutor and reports the patient’s death and that the procedure 
has occurred according to the regulations. The examiner then asks for 
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permission to release the corpse. All these activities take place from one to 
two hours after death. 

Despite the number of euthanasias I have performed, supervised or acted 
as consultant, I have never been prosecuted, so I know I am very careful in 
following the procedures. Following the Guidelines is very time-intensive 
and involves a lot of paper work, and I think for some physicians this fact, 
coupled with the fear of prosecution, adds to the incentive not to report. 
Whatever the burdens on the physician, I believe the system, as it now exists 
with the potential for prosecution, forces physicians to be very cautious and 
use the utmost care in deciding whether or not a particular case warrants 
euthanasia. For any system to have effective safeguards, euthanasias must 
be reported and subjected to a review process, whether euthanasia remains 
within the penal code or legalized, as would be my own preference. What I 
think most needs to be changed in euthanasia as it is currently practiced in the 
Netherlands is the number of cases reported. According to the original 
Remmelink Report, only about twenty percent of cases are reported each 
year. Every case should be reported to the prosecutor. 

A Refusal Revisited 

It is perhaps ironic that the one case that continues to trouble me, involves not 
a euthanasia performed, but rather a euthanasia refused. The patient was a 
ninety-four year old, very artistic, engaging, intelligent woman of whom I 
was very fond. She kept busy with a large variety of handicrafts, and when 
I made house calls, as is the common practice in Holland, she took great 
delight in showing me the products of her knitting and sewing projects. The 
first blow came when she fell and broke her arm and had to be sent to the 
hospital. Her bones were very brittle and the break would not heal, leaving 
her with a handicap that not only precluded the possibility of pursuing her 
hobbies, but left her unable to care for herself Her only recourse was to enter 
a nursing home. The following year she fell again and this time broke her 
hip, requiring another hospitalization. In the hospital it was determined that 
she was not an appropriate candidate for a hip replacement due to the 
brittleness of her bones and she was returned to the nursing home; this time 
she was bed-ridden. 
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When I visited her in the nursing home, I found her lying on her back and 
very depressed. She said, "I have lost the ability to do the things I’ve enjoyed 
in life and now that I am confined to this bed; my life is unbearable." She 
said her life was no longer worth living and she asked my help in ending it. 
It asked her if she was suffering any physical pain, and she said "No." She 
was being taken care of in a very good nursing home and in the absence of 
intractable pain, I told her, "I cannot do what you are asking of me." She 
continued to ask for euthanasia. I talked with the nurses who cared for her 
and they all agreed it was an extremely difficult situation. There was no 
question this woman did not want to live any longer, but she was not 
experiencing pain. I had a final discussion about it with my patient, and in 
the end I refused to do it. My thought was that she was, of course, depressed, 
as a reaction to the sad changes that had been going on in her life, and that in 
due course she would be able to conquer that depression and one way or 
another learn to enjoy life even if confined to her bed. I wanted more time 
to be able to explain this to her; but from the moment I denied her euthanasia 
request, she refused to eat or drink. She died within four days. 

This is the only case I have regretted - because she really meant it when 
she asked me to help her die, and she was stronger than I was in carrying it 
out. I worry she felt abandoned. When I had promised to help her die ifher 
life became unbearable, I had in mind under circumstances of intractable 
pain. My measurement was not hers. By whose standards is a life so 
unendurable that euthanasia is an appropriate action? Before this case, my 
experience with euthanasia had been with patients suffering pain. In a way 
those situations are easier because as a physician you do everything to make 
life bearable for the patient, i.e. proper treatment, the best nursing, etc. and 
once you have exhausted all possibilities and nothing more can be done, you 
feel in concert with your patient and you can understand and even jointly 
agree with their decision to end their lives. I did not agree with this patient 
because my standards for an acceptable life are different, coupled with my 
hope that we could work through her depression and she would feel better in 
a couple of months. I did not want her to make the decision to end her life 
under the influence of a depression. 

The question I cannot satisfactorily resolve for myself is, given the 
physician’s injunction to "Do No Harm," was this patient harmed more by 
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my refusal to comply with her wishes for euthanasia than she would have 
been if I had agreed? The "Do No Harm" rule usually presents no problem 
for me in the area of euthanasia because I only perform the procedure as a last 
resort - when there is nothing else left for the patient but mere suffering. My 
rule has been once you have done everything you can for a patient, tried 
every possible means to make their life bearable, and you have nothing left 
to offer and the patient asks for your help - only in that case is euthanasia 
possible. That solves the problem in my mind of offering euthanasia as the 
only way out for the patient. It does not answer the question, however, of the 
harm we may commit by omission rather than commission. 

Euthanasia and the Doctor/Patient Relationship 

For physicians who practice euthanasia, contrary to uninformed speculation, 
the act does not become easier over time. Just as I tell patients "The decision 
you are making to die, and what you are asking me to do, is the most difficult 
decision you can make in your life," deciding to euthanize a patient is the 
most difficult decision a physician can make in his or her professional life. 
Nothing in my seventeen years of experience has occurred to alter that - from 
the most dire of medical circumstances to the most rational of patient 
requests. 

Although practicing euthanasia never gets easier, talking about it with 
patients does. Dutch Family Practitioners know their patients for a very long 
time. We treat all the patients’ complaints except for certain situations that 
are referred to a specialist. This system varies greatly from those systems 
where patients see a succession of specialists for their health care. Because 
we know our patients so well, we can assess their reactions to illness. 
Sometimes, for example, patients find it difficult to initiate a conversation 
about euthanasia; but will send signals by remarking, "I cannot bear this life 
anymore" or "These pains are intolerable" or "Doctor, what can you do for 
me?" At such times, I assume the responsibility of bringing up the subject 
and might inquire, "What do you mean, are you afraid you are going to die?" 
Often when people receive a terrible diagnosis, they are afraid not so much 
of dying but of suffering terrible pain. So, I think it is my task to tell patients 
that euthanasia is a topic they are free to discuss with me. Putting difficult 
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topics on the table helps the patient, but it also helps the family to talk about 
the fact that a loved one is going to die, how they want to die, where they 
want to die, and who will participate in the death. Getting answers to these 
questions is not outside the responsibility of the physician. 

The role of the family in the decision-making process should not be 
overlooked. If patients tell me they want euthanasia, I urge them to have 
extended discussions beyond just their spouse and children, and include other 
family members with whom they are close. It is much more difficult for 
relatives if they are taken by surprise regarding the patient’s intent for 
euthanasia. Rather, families should be drawn into the patient’s plan in the 
early stages and have a chance to develop an understanding of the patient’s 
true will, because in cases of euthanasia, it is the patient’s will that must 
remain primary. 

Only a marked change in the climate of opinion makes such open 
discussions possible. When I began my practice, euthanasia was still a very 
difficult matter. My first euthanasia was, in fact, outside any prescribed 
sanctions, and yet I felt / had to do it. I was very nervous, but was fortunate 
to be able to talk with my closest professional colleagues who supported me. 
Later, with far-reaching media coverage, there began to be an opening up of 
euthanasia as a topic of discussion. There was even talk about changing the 
law. Physicians could talk more freely among themselves and with other 
professional colleagues. It became more common to hear the experiences of 
people suffering with ravaging diseases, like AIDS or cancer, and questions 
were raised about the responsibility of medicine in such circumstances. 

Much has changed in Holland in the last fifteen years; people are talking 
much more to their physicians and families with very positive results. I 
believe the changes we have experienced have been very good for enriching 
and deepening the physician’s relations with patients and their families. 

Talking about euthanasia eases talking about death in general and how it 
will be for a patient. Paradoxically, although stressful, this can be a very 
beautiful experience. Very often people suffer most from the suffering they 
fear and not from the suffering they really have. Talking about euthanasia 
enables people to talk about all these aspects and tell people about their 
expectations. 
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My experience is that physicians talk much more about euthanasia than 
they actually practice it. I find that when patients know euthanasia can be an 
ption for them, they often keep silent about it. Open discussions help them 
face their disease because they know if pain becomes unbearable and 
euthanasia is really necessary, I am gong to help them. Knowing euthanasia 
is a possibility gives patients comfort and they do not necessarily have to act 
on it - that in itself is therapeutic. Patients know they will be spared having 
to endure the unbearable pain they fear. Satisfied to have this support, most 
of the time they do not even talk about euthanasia anymore and they go on 
to die of natural causes. 




Chapter Two 



“In Death He Achieved a Stature that He Never Had in 
Life” 

I graduated from medical school in 1974, and served for several years as a 
full time university associate before starting a practice in 1976. Since 1977 
I have been functioning as a part time physician and part time university 
associate. I am a family physician and a philosopher and I teach ethics and 
philosophy of medicine. 

My practice has 1400 patients. Approximately five percent of those 
patients are over sixty-five years of age; so the fraction of elderly people in 
my practice is smaller than usual for a Dutch physician. 

I have performed five unambiguous cases of euthanasia, and one case I 
label “euthanasia,” but others might question my description. I will return to 
this case shortly. I have not consulted on cases for others. When I practiced 
with four other physicians, one of them served as my consultant, but he did 
not practice euthanasia himself, so he never asked me to consult for him. I 
was not particularly close to the other two colleagues, so I was glad they 
never asked me to consult. 

A case I like to remember is one I think approached the ideal of what a 
euthanasia case should be. That case happened about five years ago and 
involved Pieter, a sixty year old man, who came to me with concerns about 
intestinal cancer. Two of his brothers had already died of colon cancer and 
Pieter first approached me with the question whether he could also be a 
potential victim. I had him tested, and it appeared to me that at that time he 
already had colon cancer. What followed from this disclosure, and the 
particular independence of this man, makes this case particularly memorable 
for me. Those aspects of the doctor-patient relationship that are often only 
implicit Pieter made very explicit, in so doing he taught me a great deal. 

Not long after the diagnosis, Pieter, accompanied by his wife, came to my 
office. He said, “I know I am going to die, and I have very clear opinions 
about how I want to die. I want to know what your role could be, and what 
your ideas on that role are. First of all, I want to make clear that if you are 
going to play an important role, I think we should talk about our relationship. 
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I’ve always valued you as a good physician; but even though I have 
appreciated you, our relationship has been very formal. If we are going to go 
through this very important process together, I would like to change the 
relationship. I believe it should be more personal.” 

I asked Pieter about his ideas as to what our relationship should be. 
Although it may sound strange to English ears, he made a point of explaining 
that in conversation we addressed each other using the more formal pronoun 
rather than the familiar term “jij” used with family and friends (a distinction 
similar to the German “du”). At the time it touched me that Pieter made 
such a special point of the symbolic use of language, and that he was so 
explicit about taking the lead in his own destiny and rearranging the players 
and positions. He really wanted to be in charge, and I found that very 
impressive. From that day forward we called each other by our first names. 

For a while Pieter’s condition was stable; but it deteriorated when he 
developed metastasis and accompanying pain. He was adamant that he did 
not want to go to a hospital; so, I treated him as well as I could in his home. 
During this time it was not only very important to him that he could call me 
by my first name, but also that he could call me at home at any time. One 
night about 8 p.m. he called in a panic convinced that he was going to die 
soon. Actually his condition appeared fairly stable at the time. He wanted 
to talk about how he was going to die, and he wanted to be assured that death 
would not engulf and overpower him. He wanted to be in control up to the 
last moment. That same night he made it clear that he preferred drinking a 
potion rather than being given an injection as, he said, “is done for animals.” 
This was the first time I was confronted by a patient who wanted to drink a 
potion to end his life. He wanted me to be present, that was quite clear, but 
he wanted to be responsible for the act himself 

I discussed Pieter’s request for a potion with a pharmacist at the 
University hospital where I teach. He said using a potion required extra care 
for the reason that potions are not always fatal. Instead of dying, there was 
the danger that the patient would just fall into a deep, almost coma-like, sleep 
and wake up again. He recommended that I be prepared to take other 
measures to end the patient’s life after twelve or twenty-four hours should 
that become necessary. 
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As Pieter’s condition worsened, he told me his time had come for 
euthanasia. I thought his condition was not intolerable yet, he was not in real 
pain and I could keep him fairly comfortable. However, I was really 
impressed with how he had taken over as conductor and was orchestrating his 
death. 

Together, we set the euthanasia appointment. I took care to collect all 
the medications that might be needed from the pharmacist. When I arrived 
at Pieter’s home he was saying good-by to his wife, their two daughters and 
sons-in-law. He took each individual aside and spoke privately with them. 
He was typically composed and dignified. He seemed totally self-assured, 
and was a pillar of strength for everyone else. After the good-byes, Pieter’s 
daughters left with their husbands. His wife stayed by his side and asked her 
sister to remain also. 

At about 8:00pm, Pieter drank his potion. It took only a few minutes for 
him to fall into a very deep sleep. I told his wife that I had not told Pieter that 
if the potion did not induce death, I would be forced to give him an injection. 
I left to go home, but throughout the night I was very tense and called his 
wife several times to see ifhe had died yet; he had not. 

I had to go to the university in the morning, but I made an appointment 
to be at their home at noon. Pieter was still breathing very deeply. Luckily 
he had not gained consciousness or I would have felt even worse. I gave him 
an injection and it was over immediately. I called the police and, as was the 
practice at the time, two investigators came to the house. I answered their 
questions, and told them I would be available in my office at the university 
if they needed me further. The prosecutor was satisfied that the Guidelines 
had been followed and there was no further investigation. 

What I found so memorable about Pieter was that he showed how 
someone can control his own destiny to the end. He had very precise 
opinions on how he wanted to die and his wife and children followed his lead 
and supported him. He ended his life in the way he wanted before the disease 
had a chance to steal his dignity. What particularly interested me was that in 
the face of his very grave circumstances, he wanted to restructure the doctor- 
patient relationship to meet his own needs. From the safety of our new and 
closer relationship he felt reassured that he could design his own death. As 
we drew closer he talked more about his personal life and background and 
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wanted to learn more of mine. He turned our professional relationship into 
a personal one; not of friends, but of two people who are walking side by side 
during the last phase of the life of one of them, and because of that, share a 
special closeness. 

An implicit closeness almost inevitably develops between doctor and 
patient over the course of a euthanasia case. However, with Pieter, the 
intimacy became very explicit. That explicitness created a very valuable 
experience that I look back on with a great deal of gratitude. I learned as 
much from our relationship as I believe Pieter appreciated being able to 
instruct me in that new model. Our relationship set a standard for me and 
helped me become aware that it is my responsibility to approach people and 
ask them in detail how they want to die. Before Pieter, I assumed that 
patients preferred leaving many of the choices up to me. Now I understand 
that the more ethical, as well as professional, course with patients requesting 
euthanasia is to make a specific point of discussing very specific details: e.g. 
where they want to die, what type of medication they prefer and how it 
should be administered, how they want to use their last moments, and who 
will be present. I found Pieter’s expression of independence within a 
professional relationship very enlightening and I value the changes it 
produced in me. 

Technically, because Pieter took his own potion, his case could better be 
described as physician assisted suicide rather than euthanasia. Within the 
Dutch discussion that distinction is not an important one. From a legal 
perspective there is however a material difference between physicians 
handing patients medications to drink themselves, and physicians injecting 
patients at their request. 

Recently I had another case that for me raises the question of how 
euthanasia is to be defined in a much more worrisome way. Again, I learned 
a great deal from the experience. In this case, I was not satisfied with the 
outcome because it became enmeshed in the family’s ambivalence that 
revolved around the death of their husband and father. 

The patient was a sixty-five year old man with a very complex character. 
It was important to him that people see him as important and he had an 
authoritarian conflict that caused him to approach me as his physician, much 
younger than he, with deference but also with ambivalence. This 
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ambivalence was exacerbated by a mistake I made in his diagnosis. When he 
first came to me complaining about pain in his abdomen, I thought he had an 
infection in his umbilicus. When after a week’s treatment there was no 
improvement, I knew something more serious was going on. More testing 
indicated advanced abdominal cancer. His ambivalence towards me found 
expression in his complaint that I had mis-diagnosed his condition at the 
beginning. 

Later on during the course of his disease, he developed many complaints 
and after a certain time, made it clear that he wanted to stay at home and die 
rather than going to the hospital. He wanted his wife and eldest daughter to 
take care of him and we arranged for them to have some support from social 
services 

I initiated a discussion involving not only the patient, but the whole 
family, on how they wanted his life to end. Did they want his life to run its 
full course or did they want medical involvement? I asked about their 
feelings and ideas concerning suffering and pain. They were united in that 
they did not want there to be suffering and pain; but at the same time, because 
they were Roman Catholics, they did not want any active intervention. Those 
wishes were repeated to me many times over, so from that moment on, my 
purpose was to make him as comfortable as possible. For awhile that meant 
giving him quite a bit of pain medication. Then, the time came when the 
usual medication was not enough. He started to lose weight rapidly and 
began to vomit. There was some obstruction in his intestines because he also 
vomited feces. 

His wife approached me to ask if I could speed up the dying process; but 
when I asked her if she meant euthanasia, she said, “No, we can’t do that 
because we are Roman Catholics.” I asked what she wanted, and she said 
“At least that he not suffer so much.” I told her I was keeping him as 
comfortable as possible under the circumstances, but that to give him more 
medication would knowingly actively end his life, and amount to 
intentionally killing him. 

He was comfortable up to a certain point. He still had attacks of 
vomiting, but in between he was quiet. Although not alert, he was not 
comatose either, and every once in a while he would say something. He 
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shifted in and out of consciousness. Sometimes he recognized his wife and 
children and called for them; then he would doze off again. 

On the last day of his life, his family called me early in the morning with 
a great deal of urgency and said he was vomiting and in obvious pain. I went 
to his home at once, and administered a very high level of morphine, much 
more than usual, about 100 milligrams. He quieted down immediately, but 
the family made it clear that they could not hold up any longer under the 
strain of caring for him and requested much more social support. I organized 
twenty-four hour home care. Later that night, they called about 9 p.m. with 
the same complaints that he was very restless and appeared to be in pain. 
Again I went to his home, but this time I gave him even more morphine than 
I had that morning, this time about 200 milligrams. I gave him the injection 
hoping that he would die. I returned home for a few hours, and the night shift 
called to tell me he had died. 

1 can’t resolve this case in my own mind because of the conflict between 
consciously injecting him with the morphine he needed to alleviate 
discomfort, but I did so with the intention of ending his life. I could not talk 
openly with the family because they clearly had said they did not want 
euthanasia, at the same time they wanted his suffering to end. 

The family was much relieved by his death. In my mind lingering doubts 
remained. According to the definition, this was where 1 had knowingly 
injected my patient with a lethal dose. From the Catholic tradition, someone 
might say it fell into the doctrine of double effect because I was 
administering the drug to alleviate suffering. It is true that I intended to stop 
his suffering with that morphine injection, but I also intended to end his life. 
I have never talked about the fact of my intention with his family. I believe 
they were aware of what happened, but preferred not to have to face it and 
acknowledge what was done. It was a relief for them when death finally 
came, but they would not be able to live with the guilt if it were called 
“euthanasia.” They wanted me to keep silent, and I did. 

I have discussed this case with other physicians, and some say it clearly 
does not fall into the category of euthanasia because the purpose of the 
injection was to alleviate pain and suffering, and the patient just died as a 
consequence. In my opinion, it was a case of euthanasia. It was a gentle 
death provoked by a physician. As a physician, sometimes you just have to 
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accept the reality that nature will only dehumanize the patient’s death. It was 
the fact that I could not talk openly about it with the family that bothered me 
- and still bothers me. 

Generally, I am at peace with all of the euthanasia cases I have been 
involved with; although there are aspects of certain situations I would change 
in retrospect. Those specific events hinge on the level of communication that 
was attained in each instance. Sometimes I have been surprised by the 
thoughts people have that were never expressed. For example, the widow of 
apatient I euthanized did not want to be in the room when I injected him with 
the drug. His death came very quickly, but she had anticipated that he would 
linger for awhile, giving them some time together. After his death she felt 
guilty that she left him alone in the final moments ofhis life, and she suffers 
from nightmares. We never talked about those details prior to the procedure; 
and it is because of such instances that I now ask very specific questions of 
patients and families about how they want life ended. Total coinmunication 
regarding the possible choices, can prevent parts of the procedure becoming 
a fixation point for people’s anxiety. Unless these issues are addressed, the 
grieving process can become inhibited. 

What I have found impressive in euthanasia cases is how, sometimes, 
people grow beyond their limits. Pieter, for example, in his professional life 
was a middle-level administrator for a public utility company. Although a 
very active and alert man, he never reached notable achievements. When it 
came time to plan how he wanted to die, he was a giant in my eyes. He 
attained a stature in death that he never had in life. There have been other 
examples too, where people outgrew their own pettiness and limitations. 

Sometimes people die just the way they had lived. A case in point was 
a man I treated for stomach cancer. Thirty years earlier, he had undergone 
surgery, a Billroth 2 operation, and he suffered the complication that can 
occur where cancer reoccurs at the place where the two stomach ends have 
been sewn together. This patient was a particularly quiet, reticent man who 
had lived for several decades with a widow, older than himself, who was 
extremely ebullient, talkative and lively. Part of my patient’s character was 
that, although quiet, when he did speak it was a humorous comment or an 
important statement. He was also known for his fixed opinions. 
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I had known the patient for approximately ten years and had always 
thought of him as a very dependable man who. knew what he wanted. He 
interacted with me in a very straight forward way, and I assumed I had a good 
grasp of where he stood on matters. I learned from him that physicians should 
be sensitive to any preconceived notions they may have and never relax their 
efforts to improve communications between doctor and patient. In the course 
of his illness 1 discovered he harbored ideas that astounded me. 

When he returned home from his last hospitalization, knowing there were 
no longer any medical options, he saw a television program on euthanasia. 
He told his widow companion, “That’s what I want.” The next day they came 
to see me and asked my help. I made it clear that 1 would not be against 
euthanasia and would help him at the appropriate time. 1 also said I needed 
his request in writing. 

Over the next four months each time I visited him at home, when we 
talked about euthanasia plans, I reminded him about the written statement of 
his wishes. I explained that without that document I could face legal 
jeopardy. Each time he promised to provide the statement but he never did. 

Finally, 1 made it clear that if he was still insistent that 1 be involved in 
the euthanasia, then it was imperative that 1 have his wishes documented. 1 
was at a loss to understand why he appeared so reluctant to put in writing 
what he was telling me verbally. I asked if perhaps he wanted me to write 
the statement for him to sign; and he instructed me to prepare the statement. 

On the evening 1 delivered the statement, I asked him if he still wished to 
continue. He signed the document, looked at me, and said “Well, now I’m 
ready.” The reason for his delay became obvious. He had not wanted to sign 
the paper before because he thought erroneously that the moment he signed 
the paper, I would put his life to an end. 

I was flabbergasted! I explained how startled I was by the revelation that 
he had a preconception that “the moment I sign, I am gong to get the 
injection,” and I apologized for not recognizing earlier what he was thinking. 

I told him that his fears were not warranted. 1 told him 1 would come back 
that following day just to talk more about is ideas; and if he wanted to 
continue with the euthanasia plans, we would discuss making an 
appointment. 
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He kept surprising me. On my next visit, he said “I want it done tonight.” 
His family was present, and they were as surprised as I. I told him that would 
be impossible, since I needed preparation time. I not only needed to prepare 
myself emotionally, I needed to arrange for a consultation with a second 
physician, and time was required to secure the necessary medication. 

He accepted this necessarypostponement quietly, as was his manner. We 
negotiated that I would end his life the next day, on Sunday afternoon which 
was his choice. My colleague visited the patient and concurred that all the 
conditions for euthanasia were present. 

On Sunday afternoon, at approximately 2 p.m. I went to his home. The 
family was around him. He was still his quite reserved self and showed no 
signs of bitterness, guilt or grief He was just lying peacefully in his bed 
when I asked him if he knew what I was going to do, and ifhe wanted me to 
continue. He said he wanted to proceed. I thanked him for the privilege of 
being his physician and the confidence he had placed in me. I injected him 
and he Just passed away with a gentleness I found so in keeping with his 
character. It still amazes me that the essence of a person’s character seems 
to be distilled in the moment of their death. 

The time that surrounds euthanasia is also tense for me. I press myself 
as rigorously as I can to make sure that I am entirely convinced that 
euthanasia is the best option for the patient. That is the way I conceive the 
duties of a physician. But even with all the introspection, every euthanasia 
case is emotionally upsetting for me. I feel the conflict between the ideal of 
a physician’s mission to cure or comfort, with the conviction that in some 
circumstances, euthanasia is the right action to take. The tension drains and 
exhausts me. These conflicts are compounded by the fact that physicians are 
put in the position of possibly having to defend their actions. We are made 
to feel less like healers and more like criminals, and this situation heightens 
our ambivalence. 

I remember feeling angry at the police, at the municipal coroner, at the 
institutional process required by law. It was not a personal anger but a 
general indignation and exasperation against a system that has no 
appreciation for the enormous outpouring of energy and emotion and 
intensity of focus required when physicians perform euthanasia. The two 
psychologies of law and medicine are worlds apart in this area. 
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The support that is missing from social institutions I often find through 
the surviving family members. I attend the patient’s cremation, funeral, or 
memorial services. I continue to visit the family at home and it is comforting 
in our mutual grief to reassure each other that what happened was a good 
death and that what was done was for the good of the patient. 

Regarding the question of legalization and regulation, euthanasia is such 
a profound act, I believe there must continue to be strict controls; but there 
is a legitimate debate as to whether society should delegate oversight of the 
procedure to the medical profession. Careful and extensive procedures could 
be put in place to prevent abuse, assuring that cases were checked on a one 
by one basis. I have tried to consider what other institutions might become 
more involved and assist in structuring euthanasia. I return to the belief that 
society is best off by delegating euthanasia to physicians because they are the 
ones involved in the day to day process of caring for the patients. Ending 
someone’s life should not become a more formalized bureaucratic process; 
it is a whole chain of events in which physician and patient join forces. Just 
as physicians should accept that sometimes the worlds of medicine and 
society do not meet, social institutions should try to be more aware of the 
isolation of physicians who believe they are being left out in the cold and 
have nowhere to go with their feelings. 

An issue that continues to be a problem in Holland is one of 
communication between physicians and the legal establishment. For example, 
municipal coroners should be trained to behave toward physicians in a non- 
accusatory manner. Although making it clear that they have come to 
investigate, they can acknowledge the complexities of being a physician in 
that difficult position. I find it very difficult to shake the feeling of being the 
accused, being asked to incriminate myself, and this position influences how 
I report the details of a case. I find myself shading my description of the case 
in more serious tones than are completely accurate. I behave as if I were a 
criminal trying to wriggle off the hook. Outside the legal framework, if I 
were asked about my decision-making, I would indicate the variety of choices 
that were available, “I could have done X, but I believed there were better 
reasons to do Y, but I’m not 100% sure.” The questions and possibilities that 
force physicians to grapple with uncertainty, are not welcome in a legal 
context. Instead of a physician who did the best he or she could in the most 
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trying of circumstances, you become the accused who could have chosen a 
different path. Physicians are already exquisitely sensitive to the fact that 
they could always have done something differently; but by sharing the 
information, the question becomes “Did you really exhaust all the medical 
possibilities?” The physician is then forced to answer defensively, “No, I’m 
not sure I did, because my patient really wanted to die.” We went through all 
the difficult communication and the patient made it clear that enough was 
enough. Should I have said, “I still have more morphine to comfort you with, 
you are not suffering enough, and according to the books it’s not time to die 
yet.” To do so would seem like a violation of the understanding between 
physician and patient. By the way the legal questions are framed, physicians 
are backed into a comer where by telling the whole story they will 
incriminate themselves. To the degree that physicians share their uncertainty, 
they make themselves vulnerable, and perhaps legally culpable. The 
subtleties of the medical discourse do not interest the legal discourse. 

Practicing euthanasia takes such a heavy toll on physicians that I know 
doctors who perform one and find it so difficult they never do another. I can 
understand that decision. The process and procedure take so much emotional 
energy that physicians hope that nature will take its course before matters 
reach the point where euthanasia is appropriate. I am grateful when patients 
die peacefully on their own and do not need euthanasia. Even if the time for 
euthanasia never comes, just the fact that the physician talks about it with the 
patient provides an assurance that makes dying a little easier. Patients know 
they will not be left alone in pain, they will not have to suffer unnecessarily, 
and they have the comfort of knowing their physician will be there for them 
no matter what. 

Each euthanasia is so unique and personal, and is really a reflection of the 
character of both the patient and the physician. Performing euthanasia makes 
it possible for a physician to demonstrate all the best that the individual 
doctor and medicine have to offer. However, danger lies in that euthanasia 
can also concentrate the weaknesses of both. In the end, as I have 
experienced, I am very thankful and gratified that my patients allowed me to 
participate. 




Chapter Three 



“The Moment Will Come When I Will Have to Kill Him” 

I graduated from medical school in 1957. I first went into hospital practice 
for three and a half years, and then went to Africa for five years before 
returning to Holland to resume practicing as a Family Physician. I have also 
participated in the postgraduate training and education for family doctors in 
Amsterdam. Currently, there are approximately 2,300 patients in my practice 
which is about average for a Dutch physician. Ten percent of those patients 
are over the age of sixty-five. 

In twenty years of private practice, I have performed eight euthanasias. 
I have been a formal consultant for one other case. The case that had the 
greatest impact for me was my first request for euthanasia. It was an 
extremely difficult experience for me and it changed my mind about 
euthanasia. 

In 1970 in Holland, no one talked about euthanasia. This was ten years 
before Pieter Admiraal wrote his technical advice on how to perform 
euthanasia in a humane way. I first met the patient who was to alter my 
thinking when he was in his eighties. He and his wife had spent most of their 
lives in Indonesia, where he worked as an administrator for a large 
corporation. Now they had returned to Holland where they lived a modest 
and frugal retirement. 

In September, 1970 I saw a man I did not know sitting in the waiting 
room of my office. There was no scheduled appointment, but I could see he 
was having difficulty breathing. In response to my inquiry about what he 
was doing there, he said I was his doctor. I told him I had been in that office 
for three or four years and we had never met. He informed me that my 
predecessor had been his physician, and now, it seemed, I had inherited him. 
The origins of our association were less important to me than the fact he 
obviously needed help right away. He suffered from emphysema. I treated 
him and tried to give him advice, but when the acute situation passed and he 
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was feeling more comfortable, he made it clear he wanted to live his own life 
in his own way. 

Six months later he developed a constant fever and called me again. This 
even prompted a hospital stay, and twice over a two year period, I advised 
hospitalization. After the second time, he begged, “Please do not send me to 
the hospital. It is terrible there and it costs too much money. We are living 
on our savings. We have no insurance. If I go into a hospital, it won’t take 
long before I die; but there will be nothing left for my wife.” Then, as now, 
there are exceptional situations in which people have no health insurance in 
Holland; and, at his age and in his condition he was surely uninsurable. He 
was right that the hospitalization he needed would have totally depleted their 
savings. 

The time came when his failing lungs made it impossible for him to come 
and see me in the office. He could not venture beyond the little square of the 
village in which they lived. He was able to visit a few shops and to do some 
household shopping, but any other excursions were eliminated. 

One day I received a phone call from his wife. Again, he had waited too 
long before calling me because he was afraid I would send him to the 
hospital. He had became so ill with so little breath that he had fallen while 
trying to get out of bed, and suffered a stroke. He was able to speak but 
could not walk. That was the first time he spoke of wanting to die. I told 
him I would arrange for the kind of care he needed in the hospital. He said, 
“Please, let me die at home.” I told him that it was very possible that he 
would not die from the stroke, but remain in his very compromised state, 
unless we were able to improve his condition with proper rehabilitative care. 

He continued to protest, finally asking me for the first time to help him 
die. He asked for an injection that would allow him to die immediately. I 
had never had such a request before, and I was completely taken aback. I 
said “No, I cannot do it.” I urged him to agree to work with the necessary 
specialists to regain function, and I pledged my support in working closely 
with him. 

This was also the first time his wife had heard him asking to die. She 
pleaded with him, and told him how much she would miss him. She told 
him, “It would be terrible for me without you; please be strong for my sake 
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and do your best to fight back.” Under our pressure, he reluctantly gave in 
and said, “If this is what you want, I will do it.” 

After several months of intense rehabilitation he could walk a little, but 
the right half of his visual field was impaired, making reading and watching 
TV nearly impossible. His walking was restricted to no more than ten to 
twenty meters in his home. After six months of this confinement, he asked 
me to come and see him and said, “I’ve thought it over. This is no life 
anyone should have. I want to stop.” 

Still his wife implored him to reconsider. I told both of them we would 
not give up. However, I was aware of changes going on in my own mind. 

I thought, if he develops a new infection, I doubt if I will be able to continue 
to say “No” to his euthanasia request. I began an interior monologue about 
the morality of euthanasia. At that time there were no discussions in the 
newspapers or in the medical literature. In my talks with myself, I looked at 
how I have been conditioned never to kill anyone, and that the origins of my 
Christian ethic are rooted in the teaching to love each other and never do 
harm to another human being. Despite the seeming contradiction with the 
doctor’s professional injunction to “Do No Harm,” it seemed clear to me that 
euthanasia for this patient would not be doing him harm. I had to conclude 
“If he remains steadfast in wanting to die, the moment will come when I can 
only love him by killing him.” 

This revelation still did not take me to the point where I could bring 
myself to act. At our next meeting I told him that although I had discovered 
that he was right in his vision and his wish for euthanasia was fully 
understandable, an internal restriction was holding me back, and I probably 
would not dare to do it. He looked me straight in the eye. I thought he was 
going to tell me he would have to choose another doctor. Instead, he said, “If 
that is the case, then I will have to wait until you dare.” 

Coming home from that encounter and realizing that he was willing to 
wait for me to gather the strength to help him, I felt the last barriers dissolve 
and I resolved to do what he asked. I began seeking technical help. First I 
consulted a colleague who was an anesthesiologist; and then I discussed the 
situation with an internist who knew my patient very well, and had seen him 
several times in the hospital. Both physicians understood why I felt I must 
help my patient in this way and they gave me advice as to the best method. 
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A few months later I received a call at night. My patient’s wife called to 
say he had been struggling to breathe and could not sleep for the past two 
days. He postponed contacting me because he was still in doubt as to 
whether I would help him. When I arrived at their home, I found him 
propped high up in a bed unable to converse for more than a few sentences 
before nodding off to sleep, only to awaken after ten to twenty seconds 
gasping for air. He said, “I hope you will give me something, I want to die.” 
For the first time, his wife agreed and said, “Yes I think you should do what 
he asks. He shouldn’t be forced to go on like this.” 

I spoke with him about my decision to try and help him. I said I had 
consulted an anesthesiologist and an internist and they both advised me to 
give him an injection that would make him fall asleep and he probably would 
not wake up. I prepared the injection and put it on the table beside his bed. 
I sat down beside him, took his hand and asked, “Aren’t you afraid?” “A 
little bit,” was his answer. “Of what?” I asked. He replied firmly “The only 
thing I fear is that it doesn’t succeed, and I wake up again.” 

I told him the specialists had assured me that it was extremely unlikely 
that he would wake up; but if that should happen, I promised to be there with 
him and I would have additional drugs ready. Reassured, he gave me his arm 
and I administered the injection. We had a few more minutes before the drug 
began to take effect and I could hardly believe his response. Until that time, 
I thought going to one’s death would be the most terrifying experience 
imaginable; but I saw he felt relieved that he could finally stop suffering. 
Being forty-two years of age myself, I was amazed to see confirmation that 
a person really wished to die. He fell asleep within five minutes. In the next 
thirty minutes his sleep deepened into coma, but his heart beat remained 
steady. 

I waited with his wife for another hour before we agreed that I should go 
home. She promised to call me in the morning, or sooner, if she needed me. 
She phoned around 7 a.m. to say he had died an hour earlier, but she had 
waited to call to let me sleep. 

These events happened before widespread euthanasia discussions in 
Holland led to the development of the guidelines. Consequently, my first 
case was reported as a natural death. This case remains a landmark for me, 
not only because it was my first euthanasia, but because it changed my way 
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of thinking. Perhaps love is too sentimental a word, but I had such a deep 
sympathy for him; he influenced me beyond what I could have imagined. 

In the euthanasia cases that followed, I have been fortunate because none 
of them involved a patient in such urgent need that I felt forced to hurry my 
decision. We had time to talk over their situation and we were able to reach 
an agreement. I could see they were convinced and sincere in their wish to 
die. If their physical condition allowed them to swallow, I prepared a liquid 
dose rather than an injection. By taking the potion themselves, I could be 
assured they never wavered from their wish to die. 

From a technical point of view, I believe we need to improve our methods 
of helping patients die. Veterinarians do a better job than we do. Physicians 
should at least be able to help their patients as well as veterinarians help 
theirs. In two or three out of the eight cases of euthanasia I have performed, 
there were some difficult moments. In one instance after drinking the potion, 
a woman began to cough violently before I was able to calm her and she 
slipped into unconsciousness. In another instance, a patient vomitedjust after 
swallowing the drug. I was able to sustain her and after a few minutes she 
slept. In Holland, our Pharmacy Society advices physicians on technical 
matters and we are grateful that they do. However, the fact remains there is 
no systematic research to determine what methods are best; we must rely only 
on trial and error. I believe physicians should cooperate with veterinarians 
because they are far ahead of us in this area and have better drugs and better 
methods. 

The emotional impact on the physician of practicing euthanasia is not 
sufficiently understood. I spend months pondering the details of the situation 
before I ever come to a decision. My patient’s plight invades every aspect of 
my thinking. Once the decision has been made to go ahead, there is much 
work to be done: meetings with the pharmacist, discussions with the patient 
and family. Such preparations can, and often do, take months of intensive 
concentration. 

The whole process leading to euthanasia is depressing for me because as 
I am drawn closer and closer to really understanding my patient’s plight, not 
in technical terms but in the very human way the circumstances affect that 
individual patient, I feel myself in that patient’s place. I can imagine how it 
is for them, how it feels when living is worse than dying. I know that the 




298 



Asking to Die 



human fate I am witnessing may also be my own fate, or the fate of those I 
love. But I also need to step back and again take up my professional distance 
to see whether I really can agree to give my assistance and moreover, to 
observe from my distance whether all arrangements are carefully made and 
can be met by high technical standards. 

Professor Rumke, a Dutch psychiatrist, recommended to his student 
doctors an attitude of maximal “hereby-ness” combined with an optimal 
distance. I agree, but I try to follow his suggestion in a somewhat more 
dynamic way, in a frequently changing sequence of (now) involvement and 
(now) distance. This is a difficult and special art, but in my experience can 
be developed more and more throughout the doctor’s professional life. 

Because I know all too well the stress on physicians who practice 
euthanasia, I am not afraid of the slippery slope arguments often raised by the 
opponents of euthanasia. It is not my experience, nor that of my colleagues, 
that euthanizing a patient ever becomes easier. It is true that my first case 
was extremely difficult because it involved a fundamental shift in my attitude 
and my reasoning about death. However, from personal experience, I can say 
that each time a patient asks me for help in dying, it is like starting a 
Herculean task all over again. 

Each of the euthanasias I have performed has been as different and 
difficult as if it were the first. I grant euthanasia opponents that if the rate of 
requests were to rise dramatically and physicians were pressed to perform 
euthanasia twice a week rather than once every few years, as is common, in 
a sense it could be said that any act done more frequently is easier. However, 
even under those circumstances, I do not see any reason to fear the perils of 
a slippery slope where physicians become callous or casual about euthanasia. 
Every time, whether infrequently or often, I must decide on individual 
grounds whether or not I agree to euthanasia in this particular case - that 
never changes. 

I can understand those opponents who hold on so tenaciously to their 
theories about the immorality of euthanasia. They want to cling to a moral 
position where they feel secure. I understand them because I had the same 
trepidations with my first patient. It was hard for me to change my ideas 
about what it means to do good for patients; but then I became emotionally 
involved with my patient and I began to feel what he felt. It would have been 
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much more difficult for me to let go of my convictions on theoretical grounds 
alone. It was the power of our human interaction that altered my thinking. 
People who dwell in the realm of theories and have never been confronted by 
real people looking to them for help at the most difficult time in their lives 
are able to persist with their theories. The reality of my suffering patient 
forced me to change. 

I dread each time a patient raises the issue of euthanasia. Currently, I am 
faced with a woman who is in an impossible situation. She has asked me to 
help her die. Again, I feel as though I am embarking on a long and arduous 
journey. She is a very brave and courageous woman whose whole family 
was eradicated in the Holocaust. She is clever and talented and she is telling 
me that she no longer wants to live. Whenever this happens, my first feeling 
is always, “Oh no!” Even though I have come to an acceptance that 
euthanasia may be appropriate in some cases, the realization in no way makes 
the process or the decision-making any easier. The journey starts over again 
each time. 

The last patient I euthanized posed a special problem because I had 
doubts about whether he was really sure of what he wanted. His seeming 
ambivalence made the decision much more complicated for me. Although 
he was not near death, because of emphysema the quality of life was no 
longer what he wanted it to be. He feared the next step for him might be 
confinement to a nursing home and he detested the idea. For a formerly 
vigorous and involved person, these developments were intolerable. 

As is typical of these cases, he was in a checkmate position. He was a 
very creative, original man who had led an interesting life as an 
internationally known architect and historian of architecture. He had always 
enjoyed life thoroughly and had many friends who loved him very much. He 
remained professionally active as long as possible; and even when he retired, 
he continued to enjoy honorary memberships in professional associations and 
relished the acclaim he received whenever he appeared at gatherings of his 
peers. In his last years, however, his illness progressed and he had to curtail 
his activities and he had to depend on outside help. He began to say that his 
life was over and that he wanted it to end. 

He was in his mid 80s when the emphysema finally precluded all but the 
most minimal activities. As his illness became increasingly debilitating he 
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became more dependent on others. In particular, he had a helper who had 
originally agreed to work for only six weeks; but she stayed on for five or six 
months because she felt she could not leave him. Eventually, she announced 
she had other pressing responsibilities in her life and she would not be 
available to help him anymore. They were both kind people, but they were 
quarreling over his desire for her to stay and her need to go. I had to 
intervene to clarify their discussions because I wanted to make sure that his 
wish to end his life was independent of her decision to leave. I was busy for 
several months finding other sources of help for him so that he would be 
independent of her. I had to ensure that, if he chose it, he could have his own 
moment to die that was entirely separate from her leave-taking. 

After this issue had been clarified, he maintained his request to help him 
die. I promised to help him and we fixed a date one month later so that he 
could make some final arrangements. During the week prior to that date, he 
received a phone call from another country seeking his advice and expertise 
on a very erudite question of architectural history. He had been identified as 
perhaps the only person who could offer the necessary information. “And 
indeed I could” he told me. He was very pleased to be remembered in this 
way. This event prompted me once more to test his resolve and I asked him, 
“Do you really think that life is not worthwhile?” He contemplated the 
question for a moment and then answered, “No, I am sure I want to stop, and 
you must help me.” 

Even as I tried to address the issues in his life that might unduly sway 
him toward euthanasia, there was no denying that, for him, his life as he had 
enjoyed it was over. For most of us, if an illness confines us to bed, we have 
the assurance that it is only temporary and soon we will be better. In his case, 
he could only count on added misery. Patients such as this man have taught 
me that it is life as it is lived and valued by the individual person that counts, 
not life as we as outsiders might assess it. 

Although I think a person’s own assessment of his or her life is the best 
criteria by which to judge a euthanasia request, I must recognize that 
sometimes there are groups of people who cannot make that assessment and 
cannot therefore make the request. In Holland our definition of euthanasia 
entails helping a person to die at his or her request. It has subsequently been 
discovered, however, that this definition leaves out of consideration groups 
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of people in terrible circumstances who cannot possibly either form or utter 
a desire to die. I serve as a member of an ongoing committee of the Royal 
Dutch Medical Society that has been working for six years to determine 
whether it is ever justified to euthanize a person without his or her explicit 
request. Under the good auspices of the Royal Dutch Medical Society, we 
have issued three reports to be used as discussion papers for physicians. 
These reports address the question of whether there are some persons who 
retain a right to die even under extraordinarily compromised circumstances 
that make a request impossible. To date we have issued reports on (1) 
newborns, (2) patients in coma, (3) demented patients, and (4) psychiatric 
patients. 

Although I believe euthanasia to be a moral right, I do not want to see 
barriers let down so that physicians can practice euthanasia freely without 
strict supervision or required audits. However, I believe euthanasia is a 
medical decision, not a legal one, and for that reason, should be taken out of 
the hands of the court. Euthanasia deserves and requires the same careful 
scrutiny and judgement by medical peers reserved for other procedures, when 
difficult cases are systematically brought up for discussion. I support 
establishing a system of Medical Review Boards for the purpose of reviewing 
all cases of euthanasia. Since 1869, Dutch physicians have been obligated to 
indicate on the Death Certificate whether the person’s death was due to 
natural causes. This is a forensic question, not a medical question. If, in 
cases of euthanasia, physicians answer honestly, they incriminate themselves. 
Even apprehended murderers are not required to incriminate themselves. 
Rather than requiring the physician to report a case of euthanasia to the 
prosecutor, who in turn decides if the case will be taken to court, the case 
should be examined by an advisory board made up of the professional peers. 
Such an advisory board should facilitate open communication and truth 
telling. This is the only way the system can be improved; and this model is 
contrary to a court of law where accused persons try to cover up actions. 

Society recognizes that some actions, under certain prescribed 
circumstances, are deemed justified that under other circumstances would be 
condemned. For example, ordinarily, to remove a person’s heart and replace 
it with another would be a criminal act; but the heart transplantation surgeon 
is not prosecuted under the law except in the most marginal of circumstances. 
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Society agrees that, except in unusually untoward events, medical 
professional acts will be judged by medical peers. The whole atmosphere of 
the law, and its intent to prosecute murderers is ill suited for the doctor- 
patient relationship. Euthanasia is not murder: it is mercy. 



Chapter Four 



“Killing is Always Bad, But Not Always the Worst 
Alternative” 

I graduated in 1965 as a General Physician. I came from an orthodox 
Catholic family, and although I am still practicing, my Catholicism has 
changed a great deal. I think of myself as a modem critical Catholic who has 
developed in his thinking, and has many personal conceptions and ideas 
Catholicism. There are approximately 2,400 patients in my practice 
currently. About fifteen percent are over the age of sixty-five. 

I have never personally performed euthanasia. When cases have occurred 
in my practice where euthanasia was requested, they were performed by a 
colleague and not myself I have approximately one request a year for 
euthanasia from one of my patients. When patients approach me, I try to get 
behind his or her request and determine the “real” reason. “Why does this 
patient make this request at this time?” I have to know the answer to this 
question before I can decide what action to take. The answer can be 
determined by having an optimal medical history and an accurate assessment 
of all the factors that play in the request. 

The usual course of events is as follows. Long before the question of 
euthanasia comes up, I give the patient an idea of my own position on 
euthanasia. I make my views clear because I know that in the population I 
care for, many patients are wondering, “What will happen to me when I have 
unbearable and terrible suffering?” So, I speak with them and I tell them that 
I will seldom involve myself directly with euthanasia, but they can count on 
me to do everything in my power to prevent their need for euthanasia - to 
prevent that terrible state of suffering and pain. When I say “everything,” I 
mean, physically, psychologically, socially and, if they wish, spiritually. I 
assure my patient I will never leave them in the cold. I remember only one 
family who left my practice because of my stand on euthanasia. 

Even though I try to prevent euthanasia, I recognize that sometimes (in 
my practice, perhaps about one in seven years), a situation arises when 
euthanasia is advisable. I have been a doctor for thirty years, and thus far I 
have not personally performed either a euthanasia or an abortion and I think 
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I will not in the last years of my professional life. I know a colleague who 
is ready to do so at my request. Some people may think me a coward - it is 
not a question of cowardice. I would find it too emotionally difficult to 
perform those acts myself In the years I have left, I will not evolve that far. 
However, I work with a younger colleague who is willing to step in and 
discuss their intentions with my patients. 

A recent case illustrates my approach to requests for euthanasia. John is 
a ninety-one year old man who formerly worked as a railway guard. He has 
been my patient for twenty years and I believe I know him very well. For the 
past ten years he has lived in a nursing home. For forty years of his life he 
has suffered from hypertension. John says he is very anxious that he “might 
be paralyzed by a cerebral hemorrhage,” and asserts that “such a state of 
infirmity is completely unacceptable to me.” In the nursing home he has 
become lonely and isolated. His children come to visit once every two or 
three months. The nurses and doctors are his only regular visitors. John’s 
physical condition is declining. He is losing his eyesight; he moves more 
slowly and with more difficulty. He spends an increasing amount of time in 
his bed with little or no social interaction. 

John was at the point that his isolation was making his life meaningless 
when he developed gastroenteritis, an infection of the intestines and stomach. 
Two of his three children, his son and older daughter, came to me and said 
the time to perform euthanasia had amved. Earlier, John had given me his 
written statement to the effect that “If I become an invalid, I request 
euthanasia.” Given his fears about a stroke, I interpreted that statement to 
mean that he no longer wanted to live if he became paralyzed. Now, I found 
myself faced with a situation in which John had developed a different kind 
of infirmity, one marked by a general decline and compounded by social 
isolation. 

In John’s case many of the elements required by the euthanasia guidelines 
were present, i.e. there was a voluntary request from the patient; his request 
was well-considered and consistent, he expressed his wish to me fifty or sixty 
times. The guidelines stipulate that the patient must be experiencing 
unbearable suffering and in John’s case his pain was not physical (his 
gastroenteritis was an acute condition and could be remedied). There was no 
question, however, that he was suffering emotionally. The guidelines ask if 
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there are any alternatives to the patient’s condition; and, at ninety-one years 
of age, there seemed to be no real options open to him. Although the 
guidelines have other requirements (such as the necessity for a consultation 
with a colleague, the filing of reports, and the performance of the euthanasia 
by the physician) they are relatively more minor and if the physician has 
complied with the requirement of carefulness then the euthanasia could be 
performed without danger of prosecution. 

Events in John’s case took a surprising turn. The day after his son and 
daughter requested euthanasia for their father, I visited John and found him 
recovered from the gastroenteritis. He looked bright, he walked around the 
nursing home, visited the shop where he purchased note paper and came back 
to his room and sat down and began to eat. At this point the somatic 
complaint was over and John’s case was reduced to the personal pain that 
comes from social isolation. 

That night I called the daughter who had visited me with her brother. I 
told her of the improved physical condition in which I had found her father 
and told her that in my opinion, euthanasia was not warranted at the present 
time. She could no longer contain her pent-up emotions and her anger at her 
father spilled over disclosing a terrible family secret. She wept as she told 
me, “My father neglected me; he abused me. My father raped me.” This 
information was a revelation. For as many years as I had known John, I had 
been completely unaware of this hidden tragedy. By opening the family’s 
wound, John’s daughter provided an important clue about her father’s 
situation. Perhaps John’s suffering was not hopeless. If his family relations 
could be healed so that he could enjoy the care and attention of his children, 
maybe John could find some contentment and want to continue his life. 
Rather than a medical problem, this was really a social and familial problem 
that, with attention, might be resolvable. To have fallen into the trap of 
participating in a euthanasia for social circumstances, even with the patient’s 
persistent request, would have been a disastrous mistake. 

John is still alive and, even though I refuse his request for euthanasia, I 
know he feels affectionately toward me. The nursing home personnel at his 
facility tell me that they do not believe John wants to die, but that he does not 
want to live anymore in a state of being ostracized by his family. A nurse 
administrator says that if euthanasia were to be considered appropriate for 




306 



Asking to Die 



elderly residents suffering from isolation and loss of family connections, 
many more patients in the facility than just John would qualify. 

I am trying now to work with John’s younger daughter. She had not 
come with her older siblings to ask me to participate in euthanizing their 
father. Her brother and sister had consulted her, however, and she had 
agreed. She had far less contact with her father than her older sister. Her 
relationship with her father was always at a distance and maybe this is where 
some reconciliation can begin. The son takes a middle position between his 
two sisters. John, on his part, will have to acknowledge what he has done, 
that he has inflicted terrible pain and suffering and ask for forgiveness. I 
believe if he does open himself up in that way, he will be forgiven, but it will 
not be easy for any of them. At any rate it would help cure his isolation. 

Although I did not believe euthanasia advisable in John’s case, I differ 
with the Catholic church’s position that with love and care, euthanasia is 
always avoidable. There have been times when I have believed that 
euthanasia was advisable and I have recommended it. Those are situations 
where emotional, social or religious issues have been recognized and 
addressed to whatever degree possible; but the patient’s somatic problem was 
beyond help. One such case involved a woman with a sinus maxillaris 
carcinoma that was as big as a grapefruit. When I went to visit her at home 
and opened the door, the stench from the tumor was overwhelming. She was 
suffering terribly. She had no family and was completely without any social 
support except for the nurse who cared for her. Her physical condition was 
untreatable and I asked a colleague to do the euthanasia for her. Except for 
the fact that I was out of town when it took place, I would have gone with 
him. My absence was not a matter of weakness or lack of responsibility; 
instead, unavoidable circumstances prevented me from being there. In other 
instances when I recommend euthanasia, I do accompany my colleague and 
remain present during the procedure. 

In cases like the one I have just described, I believe euthanasia is justified 
because it is the better of two terrible alternatives. Killing is always bad but 
not always the worst alternative. Patients can find themselves in such 
horrible situations that a choice must be made between a bad action, killing, 
or a worse action, allowing suffering to continue. Although I recognize that 
killing, in some extreme circumstances, is the better choice, I still cannot 
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bring myself to do it. I believe it is a question of education. I have always 
been in the service of life, and I have spent my entire professional career 
devoted to the preservation of life. To waiver from that commitment now 
and take a life would be, I think, a violation of a deep-seated personal and 
professional credo. This commitment to life does not prevent me, in very 
extreme circumstances, from helping to arrange for my patient’s euthanasia. 
The actual performance of the act I cannot do. For that, I must depend on the 
next generation of doctors. 

I have often thought if I would want euthanasia for myself in the same 
circumstances in which I have recommended it for others. What I dread most 
is developing a disease and becoming caught up in a situation the French 
describe as, “acharnement therapeutique” or persistent and obstinate therapy 
where the medical machine is in gear to continuing treating without 
consideration of the patient’s suffering. Because of my medical training and 
experience, I believe that in the early stages of such a disease I would refuse 
any kind of treatment. I would hope to have enough time to attend to my 
affairs and say proper good-byes to my family. Should the condition 
continue, I would refuse nourishment, and thus end my suffering without 
requesting euthanasia. 

After recommending a euthanasia, I do have trouble sleeping, but that is 
due to my poor sleeping habits generally and not because of my patients. In 
the face of such terrible suffering, I can consent to a decision for euthanasia 
with a clear conscience. Before making a euthanasia referral I always talk 
with friends and colleagues and I am fortunate to have many with whom to 
consult. Especially valued advisers are friends who serve with me on the 
Board of a Dutch medical association and I feel free to share my sorrow and 
my anxieties with them. 

Although I disagree with the Catholic church’s position that euthanasia 
should always be forbidden, I still believe the directives of the church are 
very important; churches are important organizations for promoting humanity 
and solidarity. Some very conservative representatives of the church find my 
differences with church teaching on euthanasia untenable. I do not find the 
gulfbetween my views and what the Church teaches very wide. The dictum, 
“Roma Locuta, Causa Finita, ” proclaiming that what the Church says ends 
the matter is not entirely true for me. I disagree on the appropriateness of 
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euthanasia in 99.9% of requests, but not 100%. There are exceptional cases 
that require exceptional responses. 

In my capacity as President of the Dutch Association for Medicine, Ethics 
and Religion, I have many contacts with politicians and Members of 
Parliament and some of my positions have been used in the Penal Code. I am 
fighting for what I believe to be the very important distinction between 
regulation and legalization. In Holland, because euthanasia has been made 
a criminal act physicians must account very precisely for their actions and 
every moment are obliged to test themselves against whether or not they are 
acting rightly. In contrast, the abortion laws in Holland are very liberal. 
When a patient requests an abortion, often the doctor does not reflect upon 
the morality of the act. A patient appears at an abortion clinic and the 
procedure is performed without any questions being asked. For this reason, 

I believe it is preferable for euthanasia to remain in the criminal code so that 
it will not ever be done too easily. My message is, and will continue to be, 
“Regulate well, but do not legalize.” 




Chapter Five 



“A Tragedy” 

I graduated from medical school in 1979 and practiced for one year before 
going into the military. While in the military, I was assigned to serve a 
psychiatric function: determining whether or not soldiers were able to 
perform their duties, intervening with their family problems, helping with 
emotional crises as well as other issues of a psychological nature. 

Fourteen years ago I started my own practice in family medicine. My 
practice today includes 2,600 patients (a little larger practice than is average 
in the Netherlands). 25-30% of my patients are older than sixty-five. 

Over the last fourteen years I have performed euthanasia on six occasions. 
Several more times I have consulted on other cases outside my own practice. 

The case that has had the most impact on me is also the most recent case. 
It happened about six months ago. Lisbet was a woman in her mid forties and 
had been my patient since I began my private practice. Two years ago she was 
diagnosed with lung cancer; she was a heavy smoker. At the time she first 
learned of her malignancy, she raised the subject of euthanasia. She knew the 
nature of her disease, and she understood the prognosis. So, from the start we 
openly discussed euthanasia as an option. 

Lisbet contacted the Dutch Euthanasia Society and received their literature 
including the form that assists patients in writing a “Euthanasia Will” in which 
they make clear their intentions. The document specifies, “When I am 
unconscious and cannot speak in my own behalf, and there will be no reason 
to believe my condition will improve, then I ask the doctor to terminate my 
life.” Four copies of the form are to be distributed among the doctor, the 
family, a notary, and the patient. Lisbet made these arrangements early in her 
illness, with the support of her husband and sixteen year old son. 

Lisbet’s illness progressed to the point that she could no longer eat, and 
she was confined to her bed. She did not want to go to the hospital to be fed 
artificially. She was adamant that she wanted to die in her own home, at a 
time of her own choosing, surrounded by family and friends. 

The plans she made for her death are, I believe, the right of every patient. 
Patients should be allowed to orchestrate their own dying. From the time a 
patient says to me, “Doctor, the time has come for me to finish this life,” then 
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it should be up to the patient to decide the date, time and specific 
circumstances. 

Lisbet set the euthanasia appointment for the third of November at 1 1 a.m. 
Surprisingly, not long after settling on these arrangements, her condition 
seemed to improve slightly and she decided to postpone the date in order to 
enjoy every bit of quality time she could. I responded to this change in plans 
with relief Although I am grateful I am able to perform euthanasia for my 
patients, it is very difficult for me. I believe euthanasia is part of my 
professional responsibility, but I am never comfortable with it. I have 
euthanized a half dozen patients, but it hurts each time because you cannot 
escape from the fact you are taking a life. In Lisbef s case, she was a young 
woman with a teen-age son. To have to end that life so soon was especially 
sad. 

I tell myself that it is the patient’s decision to die. I am the person who has 
the means to help them, I do it. It is a false accusation when some anti- 
euthanasists charge that for doctors who perform euthanasia the act will 
become easier over time. The insidious suggestion is that performing 
euthanasia forms a callous on the physician’s soul. I can testify that 
euthanasia never gets easier. 

Although Lisbet decided to postpone the euthanasia appointment, she 
wanted to retain control over the time of her death. For that reason, she asked 
me to prepare a vial of potion that she could keep in her home. I complied. 
Two weeks after Lisbet postponed the euthanasia date a tragic mistake 
occurred. Lisbet’s husband, who had been depressed and under the care of a 
psychiatrist, took the drug himself and committed suicide. It was a totally 
unexpected event. No one anticipated he might be motivated to harm himself, 
not even his therapist. Lisbet’s husband had appeared to be coping with his 
wife’s illness, and seemed prepared to take over the responsibility of his son. 
Instead, he had knowingly left his son an orphan, since he knew his wife was 
going to die. 

I thought Lisbet would blame me, but she did not. She worried about what 
would become of her son and a family friend agreed to step in and take care 
of him. Lisbet and her mother were both concerned about me and what the 
consequences would be. They feared I would be punished. I was questioned 
by the police and had to appear before the Medical Disciplinary Board in 
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Amsterdam. I was told that in the future a bottle containing a drug for 
euthanasia should be kept in my own pocket until the moment it is to be used. 
This precaution has not been the common practice in Holland. It is usual for 
patients to have a vial or bottle in their possession a week or two before the 
euthanasia date so that they feel comfortable with the knowledge, “When I 
need it, it will be there.” The members of the Board told me that if the patient 
needs that reassurance, he or she should find it in the physician, not in the 
presence of a bottle. 

Last week I received the final statements from the Board. They 
admonished me, and told me not to entrust a patient with a deadly drug, not 
even one whose death we are planning. I was also told that a paper on this 
terrible incident will be published in our medical journal to alert others of the 
danger of this practice. The matter rests there. 

Three weeks after her husband’s suicide, Lisbet said the time had come for 
her and she asked that we make another appointment. On the fifteenth of 
December, I arrived at her home around mid-day. The family surrounded the 
bed, and I asked her if she might not want to make another postponement. She 
was firm, “No, I’ve decided and I am ready to leave now.” She had one 
request, “Can I smoke one last cigarette?” When she finished, I administered 
the injection. Her breathing stopped. I felt relief Her mother said, “Doctor, 
she was my daughter, but I am glad you did this for her.” I called the medical 
examiner on duty and reported her death. 

I saw her son only two weeks ago. He and Lisbet’s parents are still my 
patients. Her family is grateful that I could do something for her to relieve her 
pain and fulfill her wish to die on her own terms. On that last day she had 
instructed her family, “Tonight when I am dead, I want you to place me in my 
coffin right in the middle of the room surrounded by candles and yellow 
flowers.” She was able to leave this life in the way she chose, and not in an 
undignified way. 

I do not always grant a patient’s wish for euthanasia. Two days ago, an 
eighty-six year old woman living alone and suffering from diabetes and 
hypertension, came to see me. She said “I am afraid. My circulation is so 
poor that sometimes I don’t even feel my feet. The day is coming when I will 
not be able to walk at all, not even to do my shopping. I will be totally 
dependent and I don’t want to live that way. Please, doctor, give me some 
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tablets sufficient to kill me, just so I will know they are there.” I said, “Dear 
patient, I can’t do that because it is too early.” Euthanasia is for dire situations 
for which there is no possibility of improvement. In my mind, the patient’s 
life expectancy should be less than six months. 

Even though I do not talk about it, after I perform a euthanasia several 
months pass before I can regain my emotional equilibrium. I have anniversary 
reactions and think about the patient before and after the date. “It was a month 
ago,” or “It was two months ago.” It does not matter that I had prepared 
myself in advance, or that my patient and I had grown to the point that the 
euthanasia decision was one on which we mutually agreed. I never get used 
to euthanasia; it troubles me, but it is my character to keep it to myself 




Chapter Six 



“The Euthanasia Mountain Gets Higher and Higher” 

I graduated from medical school in 1958 as a general practitioner. Before I 
retired three years ago, my practice was an average size for a Dutch physician 
, about 2,500 patients. Twelve to Thirteen percent were over the age of sixty- 
five. I now devote myself to issues of palliative care. 

I never disclose how many euthanasias I have personally performed 
because it is not relevant. My usual answer when someone asks is “More than 
once and in the best possible manner.” However, the number of cases of 
euthanasia in which I’ve been involved or served as a consultant is probably 
300-350 cases. This figure is extremely high because The Royal Dutch 
Medical Association, the District Attorney, and the Euthanasia Society refer 
inquiries to me. In an average general practice in the Netherlands, there will 
be one request for euthanasia each year, and one case performed every two 
or three years (for some physicians, of course, this may never occur). 

Perhaps the case that affected me most personally involved a thirty-five 
year old woman with multiple sclerosis whose disease had developed to the 
point where she was quadriplegic. Her husband had been unable to cope with 
her disability. She was divorced with two children, ages twelve and fourteen. 

I was not the patient’s original caretaker. She lived in a nursing home, 
and because she was openly discussing euthanasia with the staff, I was called 
in as a consultant. I talked with her for five or six months in what is best 
described as a decision-making process, in which all options, thoughts, 
beliefs, and desires are explored. A request for euthanasia is usually the 
beginning of a long and intense dialogue between the doctor and patient and, 
hopefully, the patient’s family. 

The physician’s first job when a patient requests euthanasia is to find 
another solution. This is not a difficult starting point and I believe everyone 
starts this way because physicians do not like to perform euthanasia; it is a 
terrible job. From experience, I can say it never gets any easier. Every case 
of euthanasia is a mountain to climb and the mountain gets higher and higher. 



Originally published in Cambridge Quarterly of Healthcare Ethics 1996; 5 (1): 87-92. 
Reproduced with permission. 
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Once I said to a patient as a kind of joke, “I think euthanasia really costs me 
more of my life than it costs you yours.” 

In trying to find other solutions, you begin with medical solutions. With 
this patient’s multiple sclerosis, beyond a good nursing home, which she had, 
there was nothing more to be offered. She had the most ingenious of 
wheelchairs and beds (at the cost of about $10,000 each), not because she was 
wealthy, but because our health system provides them. 

I called in others to consult with the patient, e.g. an occupational 
therapist, and a minister. Apart from whether the physician is going to say 
“yes” or “no” to the patient’s euthanasia request, a bond needs to be 
established between the physician and patient. The patient needs the 
emotional support, and I need that relationship also because, for me, the most 
crucial test for euthanasia is “Does euthanasia fit in the person’s biography?” 
To answer that, I need to know a great deal about the person, e.g. what they 
did before they became ill, what jobs they performed, their beliefs and 
convictions, etc. Again and again these issues must be raised before the 
physician can agree to perform the euthanasia. You don’t have to convince 
the patient, who wants euthanasia from the beginning, but you must convince 
yourself, which takes a long time. 

Once I say “yes” to a euthanasia, I begin to explore many details that may 
seem odd to outsiders, but not to the patient. With this patient, for example, 
I asked her what she wanted to wear, whether she was going to have a 
haircut, a manicure. I also suggested “Before you die, would you like to have 
your picture taken? Not just a snapshot but a proper portrait by a 
photographer.” She said she would very much like that, and about two days 
before the euthanasia, she had pictures taken of herself with her children. 

In determining where the euthanasia should take place, we all decided 
that the nursing home was not prepared to have it performed there; it would 
cause too much of a stir. So, the patient went to her parent’s home and the 
euthanasia was performed in the same bedroom that had been hers as a girl. 
She very much wanted to be in that surrounding, and the room had been 
prepared for her. Her parents were with her, along with an aunt and uncle 
who had traveled from the United States for the occasion, and a sister from 
the nursing home. In the beginning she wanted her children to be present; but 
after a discussion with a child psychiatrist who advised against it, I refused 
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that request. I try to respect patient autonomy as much as possible, but there 
will be exceptions, such as this one, when the interests of third parties must 
also be considered. 

This euthanasia took place at a time when the police were directly 
involved, before the present system of reporting to the medical examiner was 
instituted. The police were very cooperative. I had deposited all the 
necessary papers and signed reports with the police before the euthanasia 
took place with a kind of moratorium as to when the envelope could be 
opened. This moratorium was set for a short time before the euthanasia. 
When I phone the police to notify them the euthanasia had been performed 
and that in my opinion the patient was now dead, the police answered, “Yes, 
we’ve just finished reading the report and we’ll come over right away.” They 
arrived without blinking lights or sirens and our interactions were very 
harmonious. 

Because my patient had been a young woman with a long life expectancy, 
the District Attorney wanted a more detailed explanation of the 
circumstances. As was usual for the time, a judicial examination was 
initiated and court-room proceedings would have continued if my answers 
had not been satisfactory. I showed the prosecutor who prepared the case for 
the court session the photographs taken before euthanasia. She asked, “Did 
this woman know that she was going to die two days later?” I said, “Yes, 
that’s why she had the pictures taken.” The prosecutor said, “But, she looks 
absolutely happy.” I said, “That’s why she looks happy.” In the end there 
was no room for questions, nor reason for a court case. Beyond the legal 
absolution, more important to me is the absolution I receive from relatives. 
In this case, the Christmas cards I receive from the patient’s children continue 
to affirm the rightness of my action for their mother. 

Although I have no regrets about the euthanasias in which I have 
participated; there are details that I thought I should have done differently. 
No manual on euthanasia existed for Dutch physicians, only a checklist 
which I authored, and physicians wondered where to turn. By necessity, we 
learned from each experience. For example, after a certain euthanasia, the 
district nurse admonished me, “You announced the euthanasia date to the 
relatives 36 hours before the event and that is too far in advance. If they must 
endure one night knowing what is going to happen, that is tolerable; but more 
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time than that is too long.” I agreed and said I would try to be more careful. 
Being sensitive to the patient’s feelings is not difficult because I am so 
focused on them and we become very close. But it is important to monitor 
yourself very carefully with every one else involved, e.g. make sure enough 
attention is given to parents, children, friends, health professionals. I believe 
it is my job to minimize their grief as much as possible. 

I am sometimes asked if I would euthanize a family member or friend. 
My answer is , “Only if they were on the battlefield; and, for the same 
reasons I would not treat them.” Even if I may think I know everything about 
a close relative or friend, and believe I have come to a reasonable conclusion, 
I must remind myself that I cannot be truly objective, or “clean” in the sense 
that I am mixing up my feelings as a doctor and as a relative. That is 
inconceivable. 

Physician’s Stress 

Euthanasia is not something that only takes place in a physician’s 
professional life, it’s a kind of family affair. In my euthanasia checklist, in 
addition to recommending that physicians take copious notes, bring in a 
spiritual counselor and other expert advice, I suggest that physicians share 
their experiences with the significant people in their lives, because it is 
neither realistic nor desirable to expect physicians to shoulder the burden 
alone. A telling example of how valuable that counsel can be, comes not 
from a doctor, but from a minister I once asked, at the patient’s request, to be 
present at the patient’s euthanasia. The minister was obviously 
uncomfortable and said, “I will have to think it over.” As he pondered 
whether or not to attend, the minister’s wife asked, “What’s worrying you?” 
He told her of his dilemma, and she said, “If you are in doubt, tell this patient 
you won’t be with him in his last hour.” The minister said, “What a damned 
fool I’ve been, of course I’ll be there”; and he was. 

Reporting 

Performing euthanasia extracts a great toll on physicians. I always ask 
doctors who have performed euthanasia if it gets easier for them, and it does 
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not. They tell me, typically, they do not sleep for a number of nights in 
advance, but then afterwards can say “It’s all over. I’ll sleep like a log.” But, 
there is no getting away from the fact that it is a great stress. Practicing 
euthanasia never gets easier. 

I also ask doctors who perform euthanasia if they discover a difference 
in the amount of stress they experience when they report euthanasia, in 
contrast to times when they have not reported. With small exception, the 
physicians I know are in agreement that reporting makes them much more 
comfortable, even though it requires more paperwork. They are disappointed 
if they have to go to court. Even with these inconveniences, nine out of ten 
of the physicians I speak with say reporting noticeably diminishes much of 
the stress and strain. Reporting takes away the fear of being found out 
sometime in the future, the fear of being blackmailed, and the fear of 
malpractice suits. 

Perhaps the strongest reason for reporting has to do with the patient and 
not the physician. If physicians do not report, they cannot use the appropriate 
drugs, because they will invite suspicion if they go to the pharmacy and say, 
“I want curare and barbiturates.” These drugs are only used either in an 
operating theater or for euthanasia. All the messing about with morphine and 
insulin happens when people do not report, or in other countries where they 
cannot report. Reporting also makes saying farewell between patient and 
relatives so much more open and easy. I would not think of doing anything 
secretive anymore. 

With the reasons cited above for reporting, why are some physicians still 
reluctant to report? There are a number of reasons, not necessarily valid, that 
people offer against reporting: Sometimes doctors want to protect themselves 
when they work in an institution where euthanasia is not allowed. Sometimes 
doctors say that reporting requires too much paperwork. I think that 
argument is rubbish, because euthanasia takes place infrequently and requires 
filling in a questionnaire. It all comes to writing a report of about three 
pages. Another argument is to protect the relatives’ fear that they will be 
interviewed by the police; something that happened before 1990, but has now 
been supplanted by a visit from the coroner rather than the police. 

Euthanasia always brings up the question of the doctor’s role, and dire 
warnings as to how the profession will be viewed by society if doctor’s 
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actively terminate life. I believe the role of physicians is dictated by society 
and changes as society’s needs and technology changes. If someone says to 
me, “Euthanasia is not the role of the physician,” and gives arguments for 
that view, I am open to listening to what he or she has to say and joining in 
a debate. What I hear too often is “Doctors should not kill because that is not 
the tradition of medicine.” Medicine is not a static profession. What has 
been and what ought to be may not be compatible. 

Some physicians say, “I agree that euthanasia is necessary in some 
circumstances, but I don’t think the burden should fall on physicians to do it.” 
On the contrary, the physician is uniquely placed to perform euthanasia, 
especially a general practitioner who, more than anyone, is in the best 
position to give opinions about the diagnosis, whether or not suffering can be 
alleviated, the patient’s capacity to make decisions, specialists to be brought 
in for consultation, appropriate drugs and dosage, etc. I am not saying that 
all these questions are medical questions, but I do believe the doctor (here I 
am not talking about “doctor” in abstract, but the particular doctor who is 
taking care of the patient), is in the best position to answer most of these 
questions. He or she is at the crossroads of critical information. 

I am in favor of legalizing euthanasia in this country, but this was not 
always the case. For a long time, my position was “Euthanasia is now more 
or less regulated by case law; let it develop and simmer before it is made into 
law. Don’t push things too fast.” However, if euthanasia were to be 
legalized now, there would not be any material difference from the way it is 
currently practiced; that is, the guidelines would be exactly the same. The 
only difference would be that the burden of proof would shift from the 
defendant, where it is now, to the prosecution. In the various bills in 
Parliament, no one is asking to substantially change the guidelines; no one 
is asking to relax any of the rules. That is one of the great misunderstandings 
about the legalization debates. Under legalization, the physician may still 
have to undergo questioning, or go to court to make sure the guidelines were 
followed. Legalization would only mean from the starting point, if the 
guidelines are followed, the physician is assumed to be in the right; proof to 
the contrary becomes the burden of the prosecution. 

There are a number of reasons why I always warn about exporting 
euthanasia to countries outside the Netherlands. A successful transplant 
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would have to incorporate many aspects of our society. A prominent feature 
is the public health system. In this country we have a public health system 
that makes health care available to everyone, so there are no financial 
interests being served by performing euthanasia. For this reason, you can 
rule out that patients ask for euthanasia because they cannot pay for their 
treatment; you can also rule out that relatives push euthanasia because they 
did not want to spend their money on the patient’s treatment. The doctor’s 
treatment and consultative services are already reimbursed under our system, 
and no exorbitant charges are added for euthanasia. An interesting historical 
fact: in the beginning of the euthanasia movement in the Netherlands, and I 
believe it is still generally the case, either the physician or the pharmacist 
paid for the cost of the drugs. The patient or family was never charged for 
the drugs. It was considered too insensitive and tactless. 

One of the aspects that needs further attention is what “killing” means in 
a society. For instance, in the Netherlands we live, for the most part, in a 
non-violent society. In the Netherlands, killing is most abnormal, and with 
the exception of some crime, football hooliganism and the sale of certain 
videos, the life of the average Dutch citizen is not ruled by violence. People 
do not live in fear everyday of being attacked or mugged or killed. As a 
consequence, euthanasia is given a our society entirely separate from how it 
would be perceived if we lived in a country where everyone carried a gun. 
In the Netherlands, private persons cannot have guns except under specific 
circumstances. Guns and machismo are not associated in the Dutch mind; 
and even possessing a rifle for hunting is viewed with the same disdain as is 
smoking in the United States. 

Because we live in a non-violent society, it is possible to put termination 
of life in the realm of medicine. I know of one doctor who told a patient, “I 
don’t believe in euthanasia, why don’t you buy a hand gun and blow out your 
brains yourself?” If that patient’s family had lodged a complaint, the Medical 
Board would have severely punished that doctor by suspending his license. 
He would have been admonished for bringing a connotation into the realm 
of euthanasia that we do not associate with the practice at all. The 
termination of life and euthanasia have a completely different meaning than 
murder. 
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The fact that there is no capital punishment in the Netherlands is another 
example of our non-violent society. We have three orthodox Christian 
political parties in Parliament who possess 8 seats out of 150. They have 
organized what they call, very misleadingly, “The Dutch Patient Union” and 
“The Dutch Doctor’s League.” Together these groups have about 2,500 
physician members, who are against euthanasia, abortion, and genetic 
manipulation. There is no question that the influence of the propaganda 
efforts of these groups has been large. There was the infamous “Fenigsen 
Letter,” published in the Hastings Center Report in 1988, in which charges 
were brought that people were being dispatched right and left in the 
Netherlands. Mr. Fenigsen was challenged by the public prosecutor to come 
forward with proof of his allegations, but none were forthcoming. 

I believe that practicing euthanasia has a very profound effect on the rest 
of a physician’s practice because it requires the development of special skills. 
For example, physicians must train themselves in communication techniques, 
psychological assessment and legal matters. Also, once the doctor has the 
capacity of being that close to a patient, it is there for other people, even if 
they are of dying, or are not very ill. So I think practicing euthanasia, with 
all the concomitant requirements, makes for a more mature physician and 
improves the standards of care. 

There was an earlier time when physicians built close ties with patients 
and families through the practice of delivering babies at home. Helping to 
usher in life creates a special closeness between the doctor, patient and family; 
helping to usher someone out of life, forges even stronger bonds. In countries 
where euthanasia is still seen as murder and not mercy, the physicians, from 
fear of legal reprisal, feel they must remove themselves at the very time when 
patients need them the most. How can physicians believe in a system that 
forces them to have either empty hands or dirty hands? 
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“I Will Not Leave You Alone” 

After graduating from medical school in 1970, I worked in a hospital from 
1971 to 1973 until I entered private practice as a family physician. As a full 
time practitioner. I cared for approximately 2,800 patients. In 1978 I joined 
a group practice and since that time I have divided my time between a 
practice of about 1,350 patients (18-20% are sixty-five years of age or older), 
and other work. Since 1987 I have worked part time as an editor of a Dutch 
medical journal. I have performed nine euthanasias. 

Changing the System 

A case of euthanasia in which I participated that led to changes in official 
Dutch procedures involved Anneke, a nurse who worked within my group 
practice. I knew Anneke from the time I joined the group; originally she was 
my partner’s patient. When that partner left the practice, Anneke spoke with 
me before choosing another doctor. Anneke already knew about the lump in 
her breast and asked what my attitude would be “if something happened.” 
She wanted a physician who was positively disposed towards euthanasia. 

Whenever I talk about euthanasia with patients, I never say simply, “I will 
do it,” but rather, “If there is no other solution, I will not leave you alone,” 
and explain what I mean. Anneke was explicit in initiating the topic, but this 
is not always the case. Other patients say things like, “I do not want to live 
if I am in a certain situation.” Then I ask them more specifically what they 
mean or, I will say, “Do you mean euthanasia?” It is not my custom to 
mention euthanasia first, but sometimes patients are thinking about 
euthanasia yet do not dare mention it because they are not sure how the 
doctor will react. One reason is that they are unaware that physicians must 
present their case to the prosecutor for review, and they may be reluctant to 
ask physicians to place themselves in this situation. I think Anneke already 
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knew my position because in our group practice we shared patients for whom 
I practiced euthanasia. 

Anneke asked me to be her doctor and I accepted her in my practice. 
Later, during the progression of her breast cancer, she developed metastases 
around the frontal bone involving her eye unilaterally. She went to see a 
specialist for this condition and received some chemotherapy and radiation. 
Her condition improved for a while, until she developed the same condition 
on the previously unaffected side. From this point on, the progression of her 
disease became more active. In April 1991 she began complaining that she 
was constantly tired. She went away on a vacation but the fatigue continued. 
Anneke asked me if I knew the etiology of her condition. I had recently 
become aware that her liver function indicators were elevated, but the 
specialist had not yet informed her of these results. I visited her at home and 
asked if she really wanted to know the whole truth when it involved bad 
news. We had known each other a long time and she called me by my first 
name and said, “Yes, I want to know the truth.” So I told her I suspected 
liver metastasis. We could run more tests to confirm this impression, but I 
also explained that in my opinion she was suffering from a more generalized 
progression of the disease. After I told her, she seemed content and less 
anxious. 

By the beginning of September 1991 she was manifesting other 
symptoms. She lost weight and had multiple episodes of emesis. I gave her 
symptomatic medication. I recall Anneke calling me at about 1 1 :00 P.M. one 
night. Her vomiting was so severe that she asked me to come and see her at 
home. In my sadness at witnessing her distress I said, “Ecce Homo,” 
referring to what Pilate said about Christ after the flogging and the crowning 
of thorns. I reflected on the sadness and bitterness of the situation. 

That night, Anneke wanted to discuss euthanasia again. She was not 
making an immediate request, but rather seeking reassurance. She referred 
to our earlier conversation, and I reiterated my commitment to her that I 
would not leave her alone but would first try to relieve her with medication. 
Together we tried to find out what medications worked best. I recall that she 
wanted to know exactly how euthanasia was performed and asked, “Which 
drugs do you give and how are they administered?” I explained that I always 
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try to start with morphine and if the dose was not lethal within three hours, 
then I would administer a curare-like drug. 

At one point, I had to go out of the country to give a lecture and I asked 
a colleague to take over Anneke’s care for the period of time that I would be 
away. He was very familiar with Anneke and her current circumstances 
because she was a nurse in our practice and well known in our community. 
While I was away Anneke spoke with her girlfriend Margot, with whom she 
lived, regarding her anxiety about my absence - although Anneke knew 
when I would return because I try to be very precise in the information I give 
to a terminal patient. I believe that Anneke was afraid that I might not be 
available at the moment she needed me most. The morning after my return 
she asked to see me and expressed her anxieties about my absence. It was not 
just the technical part of terminating her life that she wanted to be able to rely 
on. Equally important was her desire to be supported by people with whom 
she had a close relationship. 

That same day, Anneke asked me, “What would you do if I called?” and 
she went on to express very definitely that she did not want to be in a coma 
for a long time. I asked what for her was a “long time?” She said, “The 
maximum for me is two days. If after two days I am in a comatose state, I 
want euthanasia.” Anneke’s wishes were known by others. Margot was 
present during our euthanasia discussions, and I had discussed her case and 
views with another physician. I always record conversations of this nature 
in the patient’s file. Some patients prefer to write down their wishes, 
although in the Netherlands a patient’s written consent is not obligatory for 
medical interventions. In the United States, I think the emphasis on having 
the patient’s written directive plays a much more crucial role for legal reasons 
than in the Netherlands. 

That same week, events took a turn for the worse. Her pain intensified, 
and on Thursday Anneke said, “I am asking you now to end my life.” I had 
seen her condition was deteriorating and knew we would come to this point. 
Once again, we discussed her situation and lack of realistic options. Anneke 
was a person with a very strong will and always wanted to be master of her 
situation. She wanted to remain conscious and rejected high doses of 
morphine. She was also very religious, a Protestant, and the fact that I am of 
the same faith was one of the reasons that she consulted with me. 
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Before leaving, I promised Anneke I would come back early the next day. 
I was at her home about 8 a.m. on Friday. That was the day I was scheduled 
to give a lecture at a university some distance away. It was a very important 
lecture and I had to attend. However, I told Anneke, “I will be back before 
it gets dark,” and said I would see her between 4 and 5 p.m. 

I gave my presentation; I remember the day very clearly because of the 
tension. I was preoccupied with thoughts of Anneke. The decision to 
perform euthanasia is always extremely difficult. I left the session early; it 
was not easy to break away. By the time I arrived at Anneke’s house, it was 
4:30 p.m. Anneke was awaiting my arrival along with Margot and her 
family. Anneke’s family came from the countryside, where generally people 
hold more orthodox views regarding religion. Her family opposed 
euthanasia, whereas Anneke, although religious, had more tolerance in the 
exploration of euthanasia for herself During the week, Anneke had spoken 
with her sister about her request for euthanasia, but it was difficult for the 
family to openly communicate about this subject and there had been no real 
discussion. They hoped she would die before the time really came. 

Anneke expressed her relief that I had arrived and that I was with her. 
She was unwavering in wanting to go through with ending her suffering. I 
remember that moment very well because there was a candle burning and a 
single yellow rose on Anneke’s bedside table. It was a very moving 
atmosphere. Anneke asked her family to join her in the bedroom to pray with 
her. She included me as well. After we prayed, she said good-bye to her 
sisters, brothers, and in-laws. Then, only Margot and I remained with 
Anneke. 

I had prepared the medicine in the syringe in advance. I never do this in 
front of the patient or the family in the home. Anneke said, “Give me the 
morphine,” and then made a joke about nurses giving better injections than 
doctors. She thanked me for all I had done and held out her arm. Margot 
supported her arm and I gave Anneke the injection. 

Some doctors remain until the patient dies, but it is my custom to leave 
to avoid intruding upon the family’s privacy. After giving very precise 
instructions as to where I may be reached. I promise to return immediately 
should they need me for any reason. It was Friday evening when I drove 
back to my office. The doctor on duty was also the coroner. Coroners are 
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used in the Netherlands if the cause of death is other than natural causes, so 
I informed her that I was involved in a case of euthanasia. This physician 
also knew Anneke, and I told her I would call her when Anneke died so that 
she could notify the attorney according to procedure. At that time, there was 
an understanding between the local attorneys and police that instead of 
intruding on the home the police would wait until the next day to interview 
the doctor, and if necessary, the family. 

At 7:20 p.m., Margot called to say that Anneke had not yet died. I 
returned to Anneke’s home at 7:45 p.m., and intravenously administered the 
curare-like drug. She died within two minutes. I then called my colleague, 
the coroner, to start the usual procedure. The coroner informed the local 
attorney of the facts surrounding Anneke’s case, but that night the agreement 
to wait for a police investigation was ignored. The attorney told the coroner 
to make an inquiry at Anneke’s home and that he would also be sending two 
policemen. At 8:30 p.m., the police and the coroner arrived at the house. 
Margot was the one to answer the door. The police asked to come in to 
gather information as they were informed that a case of euthanasia had 
occurred. Margot refused to let them in. She asked the police to return the 
next day and, although annoyed at having been thwarted in carrying out their 
orders, they agreed. The arrival of the police, however, was considered proof 
for Anneke’s family that what had happened was illegal. 

The police returned Saturday morning to speak with Margot and with me. 
My policy in such circumstances is to tell the police, “Yes, I gave the patient 
a drug to induce an unnatural death,” but I take the position that the doctor 
is under no obligation to further discuss the patient’s medical history with the 
police. Two days later, one day before the funeral, the police informed me 
that the prosecuting attorney was considering an order to obtain an autopsy 
(an autopsy is not usually performed in euthanasia cases). I called the 
attorney and told him that if he ordered an autopsy I would inform the 
Minister of Justice, as well as the media by writing about it. The prosecuting 
attorney did not press me further. He knew I was one of the people who 
worked on developing the requirements for the Royal Dutch Medical 
Association and my reputation is good in this regard. Besides, I had already 
informed the coroner of all the facts. 
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At Anneke’s funeral I spoke with Margot and offered to speak with 
Anneke’s family if they wanted to talk about what had happened. I had the 
sense that some of the family members had great difficulty with euthanasia, 
but they continued not to want to discuss it with me. I think they respected 
Anneke’s wishes but could not reconcile her choice with their own beliefs. 

Public discussions followed this case, and it was around this time that the 
Dutch government decided to begin an in-depth inquiry into the practice of 
medical decisions covering the end of life in the Netherlands. There was 
appropriate concern that if the police interviews of families were condoned, 
physician cooperation with the study would not be forthcoming. It was 
therefore determined that the police should not go to the home, and the 
Minister of Justice unified the official procedure for the country. Now, the 
practice is for the coroner to interview the doctor and make a report for the 
prosecuting attorney. If the doctor has followed all the guidelines, the family 
is spared a police investigation. If a case is brought against a physician, 
individual prosecutors bring it to a central committee of prosecutors in The 
Hague at the Department of Justice for evaluation. 

In the Netherlands, the Royal Dutch Medical Association, the majority 
of the public in favor of euthanasia, the churches, and politicians are trying 
to achieve a humane way of dying, for example, allowing patients to die in 
their own homes. It is recognized that if people do not have a doctor to aid 
them in dying they will perhaps seek less dignified methods of suicide for 
themselves, often with tragic results. At the same time, I prefer that 
euthanasia not be legalized. To terminate the life of another person is a very 
severe act. From my standpoint as the doctor, I must be comfortable with the 
act and the individual situation. From Society’s perspective, all options must 
have been explored and exhausted or refused by the patient. For those 
reasons I think it is advisable to have controls outside the medical profession. 
Even though legalization would alter the system very little, I defend the 
present situation; that is, having euthanasia illegal in the Netherlands, but 
tolerated within guidelines. In this way, there are more reasons to have 
external controls if it is not legally sanctioned. 

I would urge more open communication between physicians and patients 
about euthanasia. Where discussions of the topic are limited or discouraged, 
that makes for a dangerous situation. If patients and physicians are not 
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permitted to talk clearly and frankly, mis-communication, misinterpretation, 
and different expectations may occur. I have observed that simply talking 
about euthanasia sometimes comforts a patient. In fact, the Remmelink 
report gave us evidence that many more patients explore the option of 
euthanasia with their physician, but much less than half actually have it 
carried out. It is also important to remember that a doctor does not have to 
give euthanasia to everyone who says they are suffering. The doctor must be 
convinced that there is suffering and nothing else can be done. I always hope 
that I do not need to perform euthanasia. 

Complications in Communication 

I have two cases that still trouble me, and both involve issues of 
communication. The first is a case where I was asked by another physician 
in the group practice to serve as a locum for the patient. My colleague was 
on holiday and I took over for him. I was already familiar with the patient 
when her family phoned me. I knew she had bowel cancer that had 
metastasized to her liver; and I also knew vaguely, by reading her medical 
file, that she had discussed euthanasia with her regular physician. The family 
called to tell me she was seriously ill, and I went right away to her home. I 
could see she was in distress. She had a very high fever and was in a great 
deal of pain. She asked me for euthanasia. She related her conversations 
with my colleague and said “I do not want to go to hospital, I do not want to 
die in a bad situation.” She knew what her condition was and she feared an 
operation. 

The patient was divorced, but her two sons were with her. One son had 
come from Australia, the other son lived two apartments from hers. The sons 
were very disturbed, even panicked, by her decision. They remembered her 
speaking of euthanasia but were not prepared for it and did not know what the 
procedure actually entailed. I explained everything, but they remained 
agitated. They were not ready to say good-bye to their mother. 

Neither the patient, her family, or my colleague had thought the time 
would arrive so soon. I found myself in a situation where a decision had to 
be made very quickly. I contemplated giving a level of morphine - just to 
relieve her pain. I had reservations that this was not such a clear cut case. 
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The patient, however, wanted to end it and not just have morphine. She was 
very firm in her desire. I went home and came back three times that day. 
After consulting with an older colleague in the practice, I returned that night 
and granted her wish to die. 

What disturbs me so about this case is that usually I have a long time to 
discuss euthanasia with the patient over a well-established relationship. 
Typically, when euthanasia is being discussed as an option, I know the 
patient, I know the case, and the patient and I know where we stand. In this 
case, I had to make crucial decisions in a very short period of time and I did 
not feel I had adequate time to address all the necessary issues. 

A second case that still worries me, involves a man with pancreatic 
cancer who had been my patient for a long time. He also happened to be an 
important civic leader in the town where I had my practice. I had a long- 
standing suspicion that he was an alcoholic; but whenever I tried to address 
the issue both he and his wife vehemently denied there was aproblem. Once, 
when I was out jogging, I witnessed strange behavior that corroborated my 
belief I recognized my patient sitting in his parked car drinking. Later, 
when I asked him about the incident, he denied it. 

As time passed, a number of problems developed that aggravated his 
drinking. His relationship with his family began to exhibit strains. He lost 
his very prestigious job in the city. He developed diabetes mellitus and 
pancreatitis. Later on he suffered abdominal pain. I suspected a carcinoma 
and sent him for testing. At first tests detected nothing, but eventually 
pancreatic cancer was confirmed. His relations with his wife and teen-aged 
children continued to deteriorate. 

He began to talk of euthanasia with me, but said he did not want me to 
discuss it with his wife because she was so nervous. His wife was neurotic 
with many undefined complaints. She had a family history of alcoholism 
herself and I believed she too abused alcohol. 

As his conditioned worsened, he was moved from his bedroom upstairs 
to a bed on the first fioor. During one of my visits he again brought up the 
subject of euthanasia. I listened to what he said, but I was non-committal. 
Normally, I would say, “When there is no other solution, I will do it,” but in 
this case I was more reserved than usual. He was not an easy communicator, 
and although we got along well, I was not as close to him as I am with many 
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patients. Also, I was particularly cautious because of the very poor family 
relationships and the underlying problems. 

Despite my hesitancy, he continued to press. He was lying alone, and in 
great pain. He said, “I want you to do it now,” but I was not ready. That 
night, he took forty of the tablets prescribed to control his diabetes. His 
blood sugar level dropped to a level so low, I expected him to die, but he 
survived. Afterwards when we spoke, I asked, “ Are you disappointed?” and 
he said he was. I questioned if he still wanted me to help him die, and he 
said. Yes.” I told him I was prepared to do it, but I needed a little time. 

Two days later he took an even larger overdose of the tablets than the first 
time, but he still did not succeed in killing himself His blood sugar level 
was alarmingly low and he had spastic cramps. I found it a terrible pity that 
he was so desperate to die, and I decided then that I would not wait any 
longer. I went to the pharmacist and asked for the necessary drugs. I 
consulted a physician colleague who was also a social friend of the patient. 
In keeping with his wishes, I did not tell his wife. I did urge that his children 
be called home from school, and when they arrived I said, “Y our father will 
die very soon.” Half an hour later he was dead. 

Several days later, his wife came to see me and said, “I know very well 
what you have done.” I acknowledged what had happened. The case was not 
reported, but about six months later, the patient’s son came to talk about his 
father’s death. He was struggling with the fact that his father had not 
discussed with him his decision for euthanasia, and that I had given the 
injection. Over several meetings, I was able to ease his mind and today we 
still correspond. 

Euthanasia and the Doctor-Patient Relationship 

In contrast to those situations where poor communication left unresolved 
issues, there is a case that was especially memorable for me because of the 
closeness of my relationship with the patient. Jan was a man of great 
personal dignity, well known as a successful architect. From early on, when 
he first came to see me complaining of extreme fatigue, I suspected a 
multiple myeloma. Tests confirmed the diagnosis. 
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I visited Jan often at his home. He lived comfortably in an apartment 
with his wife, who was confined to a wheel chair, and their unmarried 
daughter in her early forties, who worked in the neighborhood. Among the 
three of them there was a very close relationship. 

Sometimes my wife accompanied me on these visits. It was always a 
pleasure to be around Jan. He was such a kind and gentle man. I enjoyed our 
talks and listening to him play the bass violin. Once I remember talking with 
Jan about religion and he invited me to become a member of the Society of 
Free Masonry. Although I declined, it is a sign of the special closeness of our 
relationship. I was in my early thirties at the time and between Jan and me 
there was a certain father-son relationship. 

Over the next two years, Jan’s condition worsened. He tired more easily; 
he needed more frequent blood transfusions. In that period he began to speak 
to me about euthanasia. As I often say to patients, I told Jan that it is 
important to me that patients not suffer unnecessarily and, if there were no 
other alternatives, I was prepared to provide euthanasia. However, I was 
clear with him that, although I support euthanasia as an acceptable solution 
in some instances, I was not prepared at the time of our discussion to say that 
his case fit that category. 

As Jan’s condition worsened, around mid March, he said, “I hope I live 
until the first of June, because that’s the time of the new herring.” In the last 
week of May, Dutch fisherman are allowed to bring in the new herring and 
this is a much anticipated seafood event. So, although Jan had spoken to me 
about euthanasia, he also showed a very positive interest in continuing his 
life. His daily life was becoming more difficult, he was bedridden and a 
home health care nurse was enlisted to assist him in the routine tasks of daily 
living. 

When the new herring arrived and Jan had met his goal, he then began to 
look optimistically toward summer and said, “I hope to see the outcome of 
the next elections on the twentieth of June.” Following the elections Jan set 
his next goal for early July. That marker came and went and in Mid July as 
I was preparing to leave for a three week vacation, Jan said, “I hope to still 
be here at the end of your holiday.” He asked if I had spoken about his 
euthanasia request with my colleagues in the group practice. At that time I 
was training a new physician, and I wanted him to follow the dying process 
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as an important part of his education. My trainee accompanied me on a visit 
to Jan’s home, but the “chemistry” between them was lacking. Jan said he 
found the trainee “too young” (although I was not much older). I made 
arrangements for another colleague in the group to take over during the time 
I was out of town. 

Jan stayed in my thoughts and I wrote to him during the holiday. I was 
relieved to find Jan still alive when I returned. A short time later, on a 
Monday, Jan asked me to come to his home. He said the pain and fatigue 
were pressing upon him greatly and he had waited until I was back to ask, 
“Are you still prepared to do it?” 

I had a long talk with Jan and his family. His wife and daughter gave him 
their full support. We decided to make the euthanasia appointment for the 
following evening on Tuesday. When I arrived at their home at the scheduled 
time, Jan was not ready. He said “I do not want to die at this moment. It is 
not that I have changed my mind about euthanasia, it’s just that today is not 
the day.” He asked me to reschedule the appointment in two days. On 
Thursday Jan had the same response, he was insistent that I help him die, but 
wanted to postpone the event for two more days. 

The tension that built inside of me as Jan searched for just the right 
moment to die is reminiscent of what it is like for me every time a euthanasia 
is imminent. It is very difficult for me to prepare myself for that moment. 
My inner responses are a telling measure of the emotional weight I am 
carrying. I sleep badly. My scope narrows to focus in on the details that 
must be attended to. I am not the only one who is under great stress during 
this time. My family shares in my discomfort. I am not mentally “there” 
with them. I am consumed with thoughts of my patient. Inevitably family 
relationships suffer. This is always the situation when I am involved in a 
euthanasia. I am irritable, and it is most pronounced on the day of the 
euthanasia appointment. When the date for the appointment arrives, I have 
a hard time concentrating during the day. I also sleep very badly the first few 
nights after the event. For me these are very familiar feelings; they happen 
each time I am involved in a euthanasia. 

It is ironic to me that some critics charge that once doctors begin to 
perform euthanasia, they will find the act easier each time. Based on the 
tension I experience with every case, this is not a realistic danger. Rather 
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than a task that requires less of the physician over time, I believe that 
euthanasia is really a matter of how much we are willing to suffer in order to 
benefit our patients. 

When I met Jan for our third euthanasia appointment, I was careful not 
to let him see the strain his protracting the event was having on me. I was 
afraid he might say to go ahead before he was fully ready just in order not to 
damage me. It was a very difficult time for me. Jan said without hesitation 
this was the time he was ready to go ahead. I repeatedly asked him “are you 
sure?” He was resolute in affirming this was the right time. His wife and 
daughter were beside him as I injected the morphine. 

I left my home phone where I could be reached over the next few hours, 
told them to call me if they needed me, but I would return to make sure all 
had gone as planned. When I came back, as always, the family made coffee 
(I have drunk a great deal of coffee), and we sat and talked about Jan. There 
is no difference in anatural death or euthanasia in this respect; grief and relief 
are mixed: There are tears and there arejokes. 

After his death, Jan’s family gave me a great gift, a decorative plate that 
I keep in my room as a memento. He told his family before he died that he 
wanted them to give it to me. 

Jan’s euthanasia took place before the Guidelines were instituted in 1984 
and was not reported. I felt strongly at that time the system must be changed 
in order to recognize the reality of euthanasia. Now, I report all cases of 
euthanasia, and I see euthanasia as part of the role of the physician. The duty 
of a doctor is to help patients come into the world, and comfort them. But 
also to help patients to exit the world as comfortably as possible. The duty 
of a doctor does not end even if there are no further treatment options to be 
offered. I see euthanasia as one of the ways I can care for my patients. For 
me, performing euthanasia is always based on the determination that this is 
the best I can do for my patient in the circumstances that prevail at the time. 

I see it as an overall benefit, not a harm. Certainly as physicians we want to 
do what is best for our patients. Normally this means doing no harm, but this 
is not always an easy judgement to make. When we operate on a patient, we 
necessarily do them some harm in the interest of a higher good. Euthanasia 
is a similar case in which our more ordinary notions of harm are superseded 
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oy a more pressing good - a good for which the doctor should be willing to 
bear the accompanying burdens. 

For me an important way of coping with the stress of a euthanasia case 
is to be able to confide in trusted colleagues. I need collegial support, not 
only to discuss the merits of a case, but also to be able to express my own 
feelings. I rely on these discussions both before and after the euthanasia. 
Before the Guidelines, it was not so usual to talk about these cases as it is 
today. I am sure other physicians suffered by not having other physicians 
with whom to share their hardest decisions, but I have always been fortunate 
to have trusted colleagues. 

Although nothing can alleviate the angst a physician necessarily 
experiences, I believe it would be a great help to incorporate sound 
euthanasia education as part of medical training. Not just in theory, but in a 
practical sense, when physicians start their practices. Ideally, there would be 
a mentor system of experienced physicians to supervise euthanasia, not just 
for the medical part of the procedure, but also for the emotional part. To fail 
to adequately prepare physicians for the reality of euthanasia is to fail to fully 
educate physicians for the needs of their patients. 




Euthanasia in an Institutional Setting 




Chapter Eight 



“The Worst Moments of My Life” 

In the early 1960s I began studying veterinary medicine at the University of 
Utrecht. After one year I changed to human medicine. Three years later I 
transferred to the University of Amsterdam where I graduated in 1970. I 
went on to train in internal medicine, first at a general hospital and later at the 
University Hospital where I now practice. 

My interest in Oncology started in the 1970s. I was the first person from 
this University hospital to attend the Netherlands Cancer Institute for 
training. Upon my return, I worked with the founder of our Oncology 
Department. We recently celebrated the Department’s fifteenth anniversary. 
Since 1975 I have been practicing medical oncology with a primary interest 
in gynecological oncology. 

My mother died of ovarian cancer and her illness had a major influence 
on my career in oncology. She had typical complications such as obstructive 
bowel disease. However, she still enjoyed eating even though she knew an 
hour later she would have to throw up. I remember we brought her all her 
favorite foods. 

She herself never asked for euthanasia and looking back I think that may 
have been due to two reasons. She was living in an era when euthanasia was 
not a topic of open discussion. Also, she probably never felt that her pain 
was unbearable and that she needed euthanasia. Even as her condition 
deteriorated, she was fortunate compared to others I have treated not to have 
excessive pain. 

Although I was unaware of it at the time, in retrospect I am now sure that 
my special interest in ovarian cancer derives from this experience with my 
mother. Now, I treat ovarian cancer patients on a daily basis. I fight to keep 
them alive because I believe with all the treatments currently available we 
should never give up. At the time my mother was ill, there were very few 
options; further, she was under the care of a gynecologist, not an oncologist. 
That meant an entirely different approach to her illness than is taken today. 

Even though I fight hard against diseases for my patients, I think that 
today sometimes doctors fight too long and too hard in situations that have 
no possibility of cure. However, with ovarian cancer patients, accurate 
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predictions are impossible. I have been treating some chemotherapy patients 
for five years who, for the first time, seem to be free of disease. I am 
convinced that as long as the patient believes she has an adequate life and 
wants her physician to fight with her, that physician has an obligation to do 
so. 

I believe the actual occurrences of euthanasia in the Netherlands are over- 
estimated. It is true that we talk about euthanasia a great deal, but the actual 
number of patients who request aid in dying is very limited. It is difficult for 
patients to take the initiative and speak with their physicians by asking for 
help in ending their lives. It is easy for people to talk about euthanasia when 
they are feeling well, but much more difficult when they are ill and love their 
life, family, and friends. Then it moves from theory to a very real possibility. 

What matters to me is that most patients are afraid of pain and suffering. 
Sometimes when patients come to their physician to discuss the future of 
their disease and what they may expect, they also ask the doctor’s thoughts 
about euthanasia. What patients want to know is that their physician will 
help them no matter what happens. Patients should have the comfort of 
knowing that their physician is with them and supporting them at all times, 
and that everything can be discussed; but they must also understand that 
euthanasia requests cannot be carried out immediately. If my patient and I 
agree that there is no longer any reasonable hope for alleviating suffering, of 
course I will help them by shortening their life when that is the only solution 
to end that suffering. 

For years physicians in many countries have shortened the lives of 
patients to stop their suffering, but they did not call it euthanasia. Doctors 
commonly administer morphine and increase the dose until the patient has no 
pain. Most of the time the patient is in such a stupor that communication is 
no longer possible. This is not a solution, of course, but “compassionate 
euthanasia,” as such behavior is called here, has been occurring for years. 
Elsewhere it is called “double effect” euthanasia. 

What we are now doing in the Netherlands is not like this, where patients 
are numbed into unconsciousness. Instead it involves a process of joint 
decision-making. In those rare circumstances where treatments such as 
chemotherapy, radiation, or surgery are not reasonable options and the 
patients ask for the doctors help saying, “This is no life, my situation is 
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unbearable and I do not want to have to wait until 1 die,” Dutch doctors are 
able to intervene and end a patient’s suffering. 

One of my patients serves as an example. She was a woman who had a 
tumor invading the essential tissues in her neck. There was a great deal of 
edema. Swallowing was impossible and a tube was needed for alimentation. 
Her lips and eyes were swollen. She was suffocating to death. It was a 
terrible situation that no one should have to endure. She had gone through 
surgery, radiation, and all kinds of chemotherapy treatment. There came a 
time when the patient became convinced that her situation was completely 
unbearable and she wanted no more of it. She turned to the possibility of 
euthanasia and asked for my help. I agreed with her decision. She had no 
life at all. Her family was in accord that her situation was unacceptable and 
no longer bearable. 

In explaining the procedure to patients I say that after the drug is 
administered they will simply go to sleep. In this case I remember very well 
I gave her the drug, but it took more than a few minutes before she even felt 
drowsy. She was prevented from speaking because of the edema but she 
signaled for paper and pen. Her jotted note begged me to speed up the 
process. She wrote, “Can’t you go any faster?” I have never seen such 
desperation. When a patient in hopeless circumstances is determined that life 
is unbearable and totally unacceptable, then I believe a physician’s duty 
requires assuming the responsibility to help. 

Yet, the worst moments of my life are when I must perform euthanasia. 

I always hope it will not be needed. Personally I do not tolerate the stress 
well and I cannot sleep well afterwards. At the moment I administer the drug 
I always wonder if I have done the right thing. Although the patient wants 
euthanasia and there is support from everyone: the family, the staff, the 
consulting physician, I nevertheless feel horrible. Killing is not what 
physicians are trained to do, and it is not how I see my professional role. 
However, if I refuse a request for euthanasia I feel that I have let the patient 
down. I think it is only my anxiety about letting patients down that makes it 
possible for me to perform euthanasia. In effect, I act almost against my 
convictions. 

On the average, I receive between one and five euthanasia requests a year. 
Sometimes a year will pass without any requests and I am relieved. I 
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remember the first time I responded to a patient’s wish to die. That happened 
before the guidelines were established and I was shocked when the police 
arrived and I had to fill out all the documents. I felt I was being treated like 
a criminal and it was very upsetting. Today the situation is improved. As 
physicians we routinely notify the coroner that a euthanasia will take place. 
There are still official requirements, forms to be filed, but the atmosphere is 
quite different. Physicians who perform euthanasia feel protected by the fact 
that if established procedures are carefully followed, they will not be charged 
with a criminal offense. However, it is my experience that when the proper 
inquiries are concluded following a non-natural death and the official letter 
arrives stating that there will be no prosecution, inevitably uncomfortable 
feelings arise that perhaps you have done something wrong. 

In the time before I became involved in euthanasia, I remember a 
particular case where the patient’s physicians all tried to increase his doses 
of morphine. Whatever was done to increase the dose, the man did not 
respond. I thought, “My God, how is this going to end?” This man had been 
on morphine for years and had developed a high tolerance. 

Later on, a group was formed to look at euthanasia from all different 
angles. Members of the hospital’s ethics committee and physicians were 
involved; and from the work of that group, a protocol was developed for this 
specific hospital that includes recommended drugs and dosages. I think this 
is an important effort. 

At our institution, I believe we have had two to three thousand cases of 
euthanasia over the years. I find it interesting that the yearly numbers do not 
increase, but politically the views about active euthanasia are changing. I can 
speak from my experience in oncology that even though the number of 
patients who choose is very small, knowing that euthanasia is an option is a 
comfort for patients. It gives them power over the circumstances of their 
dying. 

I never initiate the topic of euthanasia in my discussions with patients. 

I wait for them to bring up the subject. For the same reason I do not tell 
patients about their diseases if they do not ask. Some patients do not want to 
know, and I am not going to force infomiation on them. It is up to patients 
to decide what they do or do not want to know. If physicians deny patients 
the possibility of hope, they leave room only for despair. For that reason, I 
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do not tell my patients the progress of their disease unless they ask. For some 
people, having hope means having dignity when they die. A problem arises 
if there is treatment to be offered and the patient prefers ignorance of the 
disease; but today in the Netherlands there is only a small minority of patients 
who do not want to know their diagnosis. This too has changed from the 
past. 

When I make the difficult decision to euthanize a patient, it is only after 
repeated requests. For me to consider euthanasia, the patient must be in a 
situation that makes euthanasia appropriate and the patient must be persistent 
in asking my help. Such instances are rare. Typically, although patients may 
ask during an office visit how I feel about euthanasia, after I explain that 
euthanasia is an option that is always open for discussion, the subject is never 
mentioned again. It is a comfort to patients to know that their physician 
respects their feelings and is not adverse to their request. They need to know 
they can trust the doctor to help them; but patients only keep coming back to 
requesting euthanasia when it is really necessary. 

If the patient is known in the hospital for a long time, their wishes 
regarding euthanasia are well known to both doctors and nurses. In response 
to patient’s on-going request, I ask them directly, “Do you really want this?” 
If so, I explain that it is necessary for another physician, one unconnected 
with their case, to interview them to determine whether options have been 
overlooked. That consultant will also record his or her findings regarding the 
disease, what options exist, if any, as well as possible treatments and whether 
he can support the request. Nurses are also encouraged to record their 
impressions in the patient’s chart. The entire body of information is 
evaluated and nurses are included in these discussions. 

Eventually, we hold a euthanasia request patient-care meeting. These 
euthanasia “conferences” are very emotional for everyone involved, 
especially when the patient is a younger person. It is so difficult to see a 
young person dying. We have a large number of young people working in 
the hospital. They more readily identify with younger patients. For example, 
I have patients in their early twenties with breast and ovarian cancer. I 
remember a case of a young woman. She knew exactly what she wanted. 
She told me from the beginning that if her suffering became unbearable she 
wanted euthanasia. She was diagnosed with melanoma. What was unusual 




342 



Asking to Die 



about this case was that it was the only time I helped a patient die outside the 
hospital. I remember very well that we established good rapport. I saw her 
regularly; in contrast to her general physician, who did not know her very 
well. As the time for euthanasia approached, her general physician told me 
that the patient wanted me to be the one to do it for her. The usual procedure 
is for general practitioners to perform euthanasias that take place in the home. 
As a specialist in the hospital, I do not practice outside the institution. In this 
case, the General Practitioner asked me to help the patient because she trusted 
me. The doctor had known her only for a short time. He said he would be 
present, but again insisted that she wanted me to perform the procedure. I 
had a strong feeling that this was the right thing to do. The General 
Practitioner and I arranged an evening appointment in her home. She 
thanked us many times over for our care and for helping her to die as she 
wished. Because of my experience with this case, it seems to me that 
euthanasia is much “colder” and more impersonal in the hospital than when 
it is done at home. When I was home with the young woman who asked me 
to accompany her General Practitioner, I stayed for a long time talking to her 
family. Being there made the event seem less procedural and I felt part of the 
whole picture. 

In the hospital, euthanasias must be scheduled like other appointments, 
which sounds very cold. I advise the nurse that the procedure will take place 
between nine and ten, for example, and then I go and discuss the 
arrangements with the patient. The patient knows when to expect me several 
days in advance. Ordering the medications for euthanasia in our hospital is 
the same as for any other drugs. The head of the department is aware of what 
is happening; but the head of the hospital is not formally advised. As long 
as the rules are followed and the legal authorities informed, everything is 
fine. Sometimes patients dying of cancer who want euthanasia are not on the 
oncology floor; they may be on a surgical ward or in intensive care. The 
procedure takes place in a separate room where there is privacy. 

Once the decision is made, patients experience relief You can see they 
are more at ease and are able to let go of their worries about pain and 
suffering. Performing the procedure is always emotionally tearing for me, 
and it always surprises me how calm and relaxed patients are. I, on the other 
hand, never get used to euthanizing patients. I find the whole act deeply 
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disturbing. Afterwards I am troubled that taking life is not why I went in to 
medicine, nor was it the purpose of my training. 

Afterward, I throw myselfback into work. I have to go on to the next 
patient as if nothing happened or, with my increasing research 
responsibilities, I go up to my office to work on a paper, or I attend a 
meeting. Even though nothing appears unusual on the outside, I am always 
deeply troubled by what has taken place. 

Most of the time, I only discuss my feelings with my family after the 
euthanasia has taken place. Although I am not typically open about sharing 
my deeper feelings, on these occasions I tell them how miserable I am. 
Beforehand, when I am struggling with the decision, I want to avoid 
burdening my family, or violating patient confidentiality. When the 
procedure is over, I need my family’s understanding and support. 

Physicians should never get used to euthanizing patients. I find the whole 
act disturbing. I feel tom between agreeing that euthanasia needs to be an 
option; but, at the same time, as a physician, killing goes against why I went 
into medicine. I have done what I felt I had to for my patients, but I have 
never felt morally comfortable. 

I am opposed to legalizing euthanasia and in that way turning it into a 
normal aspect of life and healthcare. I believe that euthanasia should never 
be accepted as a “normal” act. Every physician performing euthanasia, if 
strict mles are not followed, should be punished. To do otherwise, is to 
create an exceedingly dangerous situation. There have been examples in the 
past that doctors are as diverse as any other group of individuals and they 
must be held in check. Even if euthanasia is unavoidable, it should only be 
done according to mles that we make together in society. 

Jack Kevorkian’s idea of having an “obitiarist” or specialist who assists 
with death is a chilling notion. There is no better end to a life than to being 
surrounded by loved ones and being cared for by the doctor who knows you. 
Going to a so-called specialist who’s sole purpose is to help you die is like 
going to a veterinarian who never treated your pet. 

I believe that countries where people currently think of euthanasia as a 
crime will have a change of attitude. Unnecessary pain and suffering should 
not be allowed to continue unabated. It is important to keep in mind that 
because medicine has improved so much and there are so many new methods 
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for controlling pain, we are not talking about vast numbers of people 
demanding to die. Although I find it personally very painful, if patients 
suffer because we turn away from helping them end that suffering, I believe 
that to be wrong-headed. However, I know I will never get used to sitting 
next to a patient and injecting a drug that I know will bring death. The 
moment I give the injection and see the patient’s eye lids closing, I feel tears 
in my own eyes. This is right. It should be a moment of conflict in my life 
as a physician. 




Chapter Nine 



“Euthanasia Is Not So Much About Shortening Life, But 
More Directly About Shortening Suffering” 

For many years I practiced psychiatry in the Netherlands. Now I am retired 
and I serve as a member of the Dutch Voluntary Euthanasia Society (NVVE). 
As part of their voluntary aid service, I am called in response to a patient’s 
wish to end his or her life. My role is to assess the situation and determine 
in what ways I might be of help. The first time I was contacted, the woman 
changed her mind and decided against euthanasia even before I went to see 
her. 

Occasionally the NVVE asks me to consult on cases needing psychiatric 
evaluations. I recall one instance when I was called on to evaluate a 
psychotic individual’s request for euthanasia. When I went to see the man, 
he was clearly delusional. Because he was incapable of rational thought 
processes, it was my strong recommendation that his request not be honored. 
If he agreed, he should be placed in a hospital for assistance. Flowever, if he 
did not pose a threat to himself through suicidal ideation or a harm to others, 
it is very difficult to commit someone to a hospital against his will in the 
Netherlands. 

A recent case will illustrate my role with the Society. Marja tried to 
commit suicide years ago after a crisis in her marriage. She is now about 55 
years old. Marja and her husband were not able to have children of their 
own, but they did adopt a daughter with whom Marja shares a strong bond. 
When I interviewed the daughter, she told me her mother loved children very 
much, and in the past had even supervised a private day-care in her home. 
She thrived when she was doing this work. 

A turning point in Marja’s life was when her husband retired and began 
spending more time at home. Marja continued to have her day-care center 
until the day her husband decided that having children in his home was too 
much of an intrusion. Fie insisted that she give up day-care. Shortly after her 
husband’s decree, Marja, in an attempt to take her own life, jumped from the 
ninth floor of a building. 
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Although she survived, the damage from the fall was severe. Marja spent 
three weeks in a coma after her fall. She sustained multiple fractures, 
surgical complications and remained incontinent. Moreover, she suffered 
from almost unbearable pain. In retrospect, if Marja had written out an 
advance directive, the hospital might not have been as aggressive in trying to 
save her. However, at the time in the Netherlands, the mechanisms for 
advance directives were not in place. 

A year after these events, Marja made repeated suicide attempts, all of 
which failed. At this point, she turned to the euthanasia society, and 
contacted the NVVE headquarters in Amsterdam. After relating her very 
difficult personal history, Marja was referred to me as a member of the 
volunteer services living near-by. 

After meeting with Marja, I phoned the society contact person in 
Amsterdam and told her that in my opinion Marja was a woman who 
desperately, without hesitation, wanted to die. I said I was convinced that if 
she does not receive assistance, she will continue to make attempts, by 
jumping from a building again, overdosing on medications or jumping under 
a train, until she succeeded. I explained this is not mere conjecture on my 
part, because Marja, with remarkable candor, told me, “If you and the other 
doctors are not willing to help me, then I am going to do it myself” She 
confided that she is stashing medicine for this very purpose. Marja is buying 
whatever she can from over the counter at the drug store; and is also visiting 
a number of doctors, each time giving as a reason a different complaint and 
asking for additional prescriptions. 

There is significant interpersonal strain within Marja’s family over her 
decisions to die. As he understands the circumstances, her husband refuses 
to help or support her position. He has informed Marja that if she plans to 
make another attempt, that she best not try in “his” home. The daughter 
explained to me that, although she does not want to go against her mother’s 
wishes, she and her father love Marja and do not want to lose her. Both 
husband and daughter have said that if they know when and where she will 
try to take her life again, they will call the police and an ambulance to bring 
her to a hospital and make all possible attempts to “resuscitate” her. 

I did not focus my energy on trying to change the stand taken by the 
family, because I believe Marja has the right to make a decision to die. 
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despite the viewpoint of family members. It is clear to me that Marja has no 
life that she values. She has a poor perspective, a poor prognosis, and is in 
terrible pain. Her avocation, in reality her joy in life, was to work with 
children. This is no longer possible for her, even outside of her home, 
removed from her husband’s demands. She remains incontinent and does not 
posses the capacity to work. She currently spends all of her time confined to 
bed. 

Marja has never sought treatment for depression. Even prior to her first 
suicide attempt, she did not seek psychiatric or psychological support. She 
does not believe she was depressed then or is depressed now. In my opinion, 
if one defines depression according to the DSM III criteria, Marja would not 
meet the threshold for a diagnosis. She may have a mild personality disorder, 
but even if this is the case, it is not significant. She is clear minded. She 
knows exactly what she wants, and that is to die. She has no meaningful life 
and there are no psychiatric treatments to remedy this condition. This is, 
plainly put, suffering. 

Marja has no crisis or depression that has prompted her request to die. 
She has been suffering for eight years and throughout that time remains 
persistent in seeking aid in dying. 

I met with Marja’s surgeon who continues to monitor her healthcare. I 
recommended that he reconsider Marja’s pleas for help. I believe, as a 
doctor, that euthanasia is a request not so much about shortening life but 
more directly about shortening suffering. I suggested to the surgeon that if 
his primary hesitation in deciding whether or not to assist Marja was a legal 
one, that he speak with our local prosecutor. After thinking it over, the 
surgeon replied that he would plan to meet the prosecutor. 

If the prosecutor can reasonably assure this surgeon that he will not be 
prosecuted if he assists Marja to die, I predict he will decide to help her. The 
prosecutor in this district says he is amazed that so few cases are reported 
here in comparison to other parts of the country. It may be that fewer 
requests are made, or that fewer cases are actually reported. It is my 
assessment that the political climate here is more liberal than is often 
assumed. 

Prosecutors are understandably reluctant to give their consent to 
euthanasia in advance because, strictly speaking, to do so would be the 
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equivalent of approving of a crime before it is committed. This is one of the 
main reasons for a physician-colleague consultant in cases. Physicians can 
consult with one another about the merits of a case, and agree to a plan in 
advance. The agreement of two independent parties acts as a safeguard to 
ensure bias is reduced, that the diagnosis and prognosis is accurate, and the 
criteria for euthanasia have been met prior to the event. 

The current state of affairs is unfortunately hypocritical. The legal system 
forbids euthanasia by law; however, if the guidelines are followed, cases will 
not be prosecuted. Despite the hypocrisy, the arrangement works. I think the 
Netherlands is the only country where this kind of activity is permitted. It 
also appears to be well tolerated. The NVVE is a visible group in our 
society. Representatives are often on the radio, on television, and in the 
newspapers. 

Marja’s surgeon has participated in cases of euthanasia in the past. 
Previously he has spoken with the prosecutor in advance about another case. 
At that time, the prosecutor did reassure him that he believed, given the facts 
as presented to him, that the case would not be prosecuted. So despite the 
thoughts of some people that our prosecutor is zealous about prosecuting 
cases of euthanasia, the surgeon’s experience is that at least the prosecutor is 
approachable on this issue. 

My expectation is that the surgeon will indeed revisit Marja’s situation 
with the prosecutor. I would then expect him to review this information with 
his colleagues. Ultimately, I hope he will provide Marja with medication for 
a “good death,” and provide her with the support she will need throughout. 

The outcome in Marja’s case remains a question. She is in a terrible 
situation. I think it accurate to say that in characterizing her suffering, it is 
not 100% psychological, nor is it 100% somatic. It is somewhere in between. 
This fact, in addition to her family’s strong disapproval, makes her request 
for euthanasia very difficult. All of the doctors involved with Marja would 
agree that she has unbearable suffering. In my opinion, all of the criteria for 
euthanasia have been met: persistent and explicit request, unbearable 
suffering, option of last resort, and the use of a physician consultant. It is a 
real struggle when the patient wants euthanasia and the family does not. Yet, 
in the end, I am firmly committed to the idea that it is the patient’s decision 
that must prevail. 




Chapter Ten 



Euthanasia in the Nursing Home: “We Had a Problem Not 
to Let the Other Patients Know What Was Happening” 

In 1972 I graduated from the State University of Rotterdam in general 
medieine. I intended to go into psychiatry as a specialty, but I had six months 
before training started and a colleague who was moving to a hospital asked 
me to replace him in a nursing home. This is how I started working in a 
nursing home. I became so interested in the field that after two months I 
decided to stay and not go into psychiatry. 

At that time there was no specific training program for nursing home 
physicians in the Netherlands. In 1980 I joined the Royal Dutch Medical 
Association and served on a committee that came to recognize nursing home 
medicine as a specialty. We developed a proposal for a two year training 
program. In 1988, the Royal Dutch Medical Association agreed to the 
separate specialty, the program shortly thereafter was approved by the 
Ministry of Health and Welfare, and the first training program started at my 
university on September 1, 1989. At that time I was named professor of 
nursing home medicine. 

Until 1989 I had ninety patients under my care. Now I work only one day 
at a nursing home in Amsterdam and four days at the university, where I am 
chairman of the section of nursing home medicine. On my day at the nursing 
home I care for thirty-five patients whose medical needs for the rest of the 
week are met by another physician. 

Advance directives raise important issues in nursing home medicine. One 
case in particular that was later published in the Dutch Medical Journal 
(Nederlands Tljdschrift voor Geneeskunde) continues to serve as an 
educational tool in our training program. The case is as follows: 

A nursing home patient on a ward for physically handicapped patients 
actually had a good prognosis for rehabilitation, however she contracted a 
urinary tract infection and sepsis and became severely ill. She was semi- 
conscious and it was unclear whether she wanted to be transferred to the 
hospital. Even though unsure as to her wishes regarding treatment, the 
nursing home physician made the determination to transfer the patient to the 
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hospital on the basis of the acuteness of her situation. There was no time for 
him to consult with her family until the patient was in the ambulance and on 
her way to the hospital. 

As the patient was en route to the hospital, her daughter arrived at the 
nursing home presenting a living will that stipulated if the patient was in a 
severe medical condition she did not wish to receive any treatment or be sent 
to a hospital. The daughter demanded that her mother’s wishes as stated in 
her living will required that the physician recall the ambulance to the nursing 
home. The physician upon noticing that the advance directive was eight 
years old, refused and advised the daughter to go to the hospital and discuss 
the living will with the physician there. 

At the hospital, the physician concurred that an eight year old living will 
was indeed out-dated and despite the daughter’s protests decided to treat the 
patient. The patient recovered and was later confronted with the document 
avowing no treatment. She acknowledged that she had purposefully not 
presented the document when she was admitted to the nursing home nor had 
it included in her medical record because that directive no longer reflected 
her wishes. Her daughter had in fact tried to impose the document while her 
mother was unconscious. Family issues and the daughter’s discomfort with 
the fact that her mother was in a nursing home later emerged. 

There would have been a much more difficult problem if the daughter had 
arrived at the nursing home before her mother had left in the ambulance on 
her way to the hospital. Imagine if the daughter’s arrival proceeded her 
mother’s departure and, while brandishing the document, threatened to take 
the doctor to court if he did not comply. What should a physician do under 
such circumstances? 

There is a new law in the Netherlands, the Medical Treatment Contract 
Act, that states if a patient is incompetent and unable to express his or her 
will, then another person may act as a representative or surrogate. The 
purpose of the law is to ensure that medical professionals must obey the 
decisions of the surrogate. What is under discussion now is how precisely 
must decisions made by a surrogate reflect the written instructions contained 
in the living will? For example, there comes the problem of whether or not 
to administer treatment. If the patient’s document states “no treatment,” does 
that mean no treatment of any kind? My colleagues and I share the view that 




Euthanasia in the Nursing Home 



351 



the physician should follow the surrogate’s decision when it seems to be 
compatible with the patient’s wishes. 

However, should the surrogate come to a decision that the physician 
believes to be harmful to the patient, my colleagues and I believe the 
physician must follow his or her best medical judgement. In the case of a 
patient with pneumonia, we will not treat the patient if that is the patient’s 
expressed wish and the surrogate agrees. Should the breathing of the patient 
become difficult, we will treat the patient with antibiotics - not to prolong 
life, but to lower the burden of the symptoms of pneumonia. The view of 
nursing home physicians is that the surrogate’s decision should never cause 
a physician to act unprofessionally or cause the patient suffering. 

Determining what criteria to use to evaluate the surrogate’s decision 
remains complicated. The law says that the physician should listen and do 
what the surrogate says. For most situations this is appropriate, but in 
exceptional cases where the physician has doubts about the surrogate’s 
judgment a difficult problem arises. What makes a good surrogate? We have 
no objective criteria to apply. The medical profession is expected to discuss 
this issue and come forward with guidelines, but we still do not have a 
workable model. 

Whether to agree to the patient’s request regarding treatment becomes 
even more critical when the request is for euthanasia. In our nursing homes 
there are approximately 300 requests a year for euthanasia or physician 
assisted suicide. Out of 300 requests, only twenty- five euthanasias are 
performed in the nursing home. This figure is the lowest for all physicians 
in the Netherlands. A reason for this is that sometimes when a patient is told 
that euthanasia is possible, he or she feels at ease and goes on to die naturally. 
Also, I think that nursing home physicians are a little more conservative than 
the general practitioner and we tend to protect our patients more because they 
are weaker. The general practitioner ascribes enormous responsibility to the 
patient’s own health behavior. As nursing home physicians, we are much 
more protective. 

In the nursing home, euthanasia requests by a patient who is really 
suffering is not too much of a problem; unless the director forbids euthanasia. 
Cultural and religious values are the two most important values people can 
express and some Catholic nursing homes have a policy of denying 
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euthanasia. If the patient really wants to die, transfer arrangements must be 
made to another nursing home. Although such events take place, they are not 
easy to arrange. The problem becomes even more difficult when it is clear 
that the patient is suffering, but not suffering primarily physically. 

I was involved in a case in which the patient had a cluster of medical 
problems. She had difficulty hearing. She was immobilized because of a 
stroke and had arthritis of the hip joints. Other than her hip problem, which 
caused her some discomfort, she was not experiencing much physical pain. 
Nevertheless, she was a very intelligent woman and felt she had become so 
dependent on everyone around her that she wanted to be euthanized. She 
made several requests, but they were denied on the grounds that her physical 
suffering was minimal. 

When I came to the nursing home as a new physician I learned that the 
patient’s euthanasia request had been long standing. Everyone avoided the 
issue, but since I was new she thought the door was open to bring the subject 
up again. From the outset, I told her that she would have to convince me of 
the legitimacy of her request. We had several sessions, and she quickly 
succeeded in convincing me that she did not want to linger and slowly 
succumb to her various diseases, she really wanted to die. 

The staff was not so easily convinced. Because the patient attended 
therapy sessions, they interpreted her behavior as a sign that she did not really 
want euthanasia. When I explained this perception to her she asked if the 
staff expected her to Just lay there and do nothing! In the course of our 
discussions I came to realize that by refusing this patient euthanasia, we were 
inflicting a kind of torture. I continue to believe it is inhumane and unethical 
to continue to refuse euthanasia to those who steadfastly request it, whatever 
their reasons. 

We met with, the medical director who established how the euthanasia 
must be handled in accordance with the guidelines. Before we agreed to 
comply with her request, we had to get a second opinion. A well-respected 
general practitioner interviewed the patient and he wrote a concurring report. 
Before informing the patient that we had decided to proceed with euthanasia, 
we talked with the head nurse to enlist his support. He agreed, as did the 
patient’s care nurse. In the meantime, the patient suffered a small stroke that 
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caused her mild speech problems. After this, the speech therapist also gave 
us support. 

One day the patient complained of a headache. We gave her some pain 
medication for this. The next morning she had the same complaint and once 
again expressed her wish for euthanasia. We told her at that time that the 
next morning we would give her pain medication again but that she may wish 
to say good-bye to her friends. It was amazing to me how much her mood 
changed for the better. She was very relieved and happy that we had made 
the decision to help her. That evening she went around the nursing home 
saying good-bye in her own way to everyone. 

The next morning she again woke up complaining of a headache. We 
administered the medication, she thanked us during the procedure, and within 
a few minutes she died. The other patients were told only that she had 
suffered another mild stroke. They never questioned that her death might 
have been due to euthanasia. Instead they said to one another that, 
anticipating the end was near, she had said her farewells the night before. 

From a medical point of view, I believe we took all the right steps. The 
patient would have lingered on for a very long time in a state she did not find 
tolerable. We reported the case as a non-natural death, knowing that inquiries 
would follow. In order to appear favorable in the “eyes of the law” I became 
aware that we were exaggerating the patient’s suffering. It seemed to me that 
chances were increasing that the case would end up in court, and as we 
prepared to defend our action, we also stopped inflating her medical 
circumstances. This was a morally honest step, but one that was hard to take. 

This was a difficult case because she was not suffering from a terminal 
illness, and there were legal hearings because the patient was not terminally 
ill as required in the guidelines for non-prosecution of euthanasia. My 
partner helped to protect my name and I was not directly accused because he 
was the one to actually administer the medication. He was more concerned 
than I about the fact that I was a professor, and for the sake of the university 
he did not want the story to get into the newspapers. A few months later, 
word came that the case had been dismissed. 

I was relieved, naturally, but still think to this day that we did the right 
thing. The process of the patient having to convince us it is right is essential 
for our own moral permission. 




Chapter Eleven 



“Just What Are We Doing?” 

I began my medical training in 1969 shortly after the opening of the medical 
school. I had the opportunity to do some medical pediatrics and wrote my 
thesis on intrauterine growth retardation for low birth-weight infants. This 
project prompted my interest in neonatology and I chose to become a 
neonatologist. Four years ago, I was offered a position as professor of 
neonatology. 

As it has evolved, the Dutch neonatology system is unique. Beginning 
in the 1960s and 1970s, care of preterm infants was no longer done in local 
hospitals. The intensive care of neonatology was centralized primarily in 
university-based departments. We had what we called “flying squads” to 
pick up all the babies from outlying hospitals and transfer them to the 
university neonatal centers. 

A big change occurred in the 1970s and early 1980s. In cases where 
preterm labor started, or there were high-risk factors, it was the mothers 
themselves who were transferred to one of the eight prenatal centers in the 
Netherlands. As a result of this change there is a centralization of all the 
high-risk pregnancies, and for this reason the issue of euthanasia is really 
concentrated in these eight university medical centers. 

In the past, decisions regarding the care of newborns could be, and were, 
made free from the specter of punitive legal action. There was no litigious 
tradition, and the actions of physicians were not inhibited by legal threats or 
fines. We have not yet experienced Baby Doe situations in the Netherlands, 
as they have in the United States, but over the last several years the number 
of cases being brought before Judges has been rising. Thus, while efforts to 
centralize neonatology resulted in improved care and demonstrated an 
enormous survival increase, it also highlighted the outcomes of some of the 
pretenn babies and created some concern about their quality of life. 

As outcomes improved over the past ten years, and infant mortality rates 
in this class came down from 28% to 14-15%, we shaped our ability to keep 
younger and younger infants alive. But with this shift also came increasing 
financial demands as well as new ethical dilemmas. Should we always 
rescue the younger babies at all costs, to them and to society? Should lines 
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be drawn and, if so, where? These questions generated a discussion group 
among neonatologist in the Netherlands. A few years ago we had an official 
report from the Dutch Pediatric Association, Section of Neonatology, in 
which we tried to give some internal guidelines to lend support in working 
through these issues. 

In general, there are two categories of cases we face. Of those infants in 
which something happened to create preterm labor and birth, there will be a 
fortunate few for whom the machines that have been developed to rescue 
such infants are successful. However, for others, our best efforts at 
intervention, no matter how well attempted, are useless. Parents are given to 
understand from the beginning that the intervention is a temporary effort and 
if it does not work, it will be terminated, and the baby “given back to nature.” 

The important ethical issue is to make these judgements to cease the 
intervention on as objective grounds as possible. Sometimes when a baby is 
bom much too early there is evidence of intracerebral hemorrhage causing 
severe brain damage, or it is clear that a septic newborn is suffering terrible 
pain. In such cases, there are clear objective grounds to show everyone, 
including the nursing staff and parents, that the situation requires that 
intervention be stopped. There is no debate and, under certain circumstances, 
euthanasia is considered. 

The more difficult questions in this category arise when there is no 
external damage to be seen. There are babies bom with severe brain damage 
and doctors cannot see from the outside what is wrong. Judgments have to 
be made based on x-rays, echosounds, CT Scans, and/or MRI. Everyone 
depends on the physician’s expertise to make the right assessments. He or 
she must have good grounds on which to make a judgment of the extent of 
the damage scene, in which improper diagnostics might correspond with 
unbearable life later. What is the potential quality of life for this infant? 
What will the function be like in a few years? Will an independent life be 
possible? Will the child need to go to an institution? That is where the 
questions begin, and if there are possible doubts, it is imperative to secure 
outside consultations. Expert consultation may come from outside the 
immediate department but within the university, or from someone at another 
university in the same field. 
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It is crucial that the decision be made objectively. Such a task is too 
important for one person; a team is needed. Sometimes that team requires 
additional help. For example, I have a team of four or five people around me 
who, after several years of working closely together, think similarly and have 
experience in analyzing dilemmas. However, let us say, we have had a hard 
week in which there have been three deaths and now it is Friday afternoon 
and we are all fatigued and faced with what may be a fourth death. In such 
a situation we need to be aware of our limitations. The right thing to do may 
be to step back and let someone else take over. Patients and families deserve 
care givers who can give a fresh objective look and who are not tired and 
burnt out. 

An important issue, also, is that physicians need to listen carefully to the 
parents, and then still arrive at a place where care givers make a Judgement. 
I never give the parents the burdensome impression that they have made a 
final decision. The doctor should advise them, listen to them, and then tell 
them we are going to make the judgment as a team. We will listen very 
carefully to the parents but they are not to make that decision because later 
they might say to themselves, “If I had been in a different mood on that 
particular afternoon, my baby could still be alive.” The guilt from this 
assessment can be overwhelming. 

Sometimes parents become convinced that it is inhumane to keep a baby 
alive any longer and they urge physicians “to stop.” But “stopping” in these 
cases does not mean Just withdrawing care, because the baby is very much 
alive. Euthanasia is especially difficult in neonatology since patients do not 
have the capacity to Judge for themselves. The medical team and the parents 
must substitute for the Judgment of the babies. These are the most difficult 
cases, and they generate the most difficult discussions. An example is the 
baby that was too large and got stuck in the birth canal during birth. 
Everyone did their best to rescue the baby and even though there were no 
signs of life at delivery, resuscitation was started. In those situations it is 
impossible to know if the baby has been oxygen-deprived for too long a 
period. Sometimes the baby responds, but after several weeks it is evident 
that although the infant is breathing, he is living as a vegetable. Another 
situation is a baby born with such a severe case of spina bifida that it is clear, 
even with subsequent corrections, the child’s life will be terrible. 
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Usually in tragedies of this kind, during the early phase the baby is living 
day by day and the parents assume that if the lips are pink, there is hope. 
Because they cannot see inside the baby and they have heard of miraculous 
recoveries, they hold out hopes for any possible improvement. As parents 
read and hear more about their child’s condition they become more involved 
in the mix of possible outcomes. When the parents are very religious, or very 
much want that baby, quite often they choose to bring the baby home no 
matter how dismal the outlook. However, sometimes the parents become 
convinced that it is inhumane to keep their baby alive, and they urge 
physicians to actively take the baby’s life. 

These are the most difficult situations physicians face. Such situations 
make the physician feel even more responsible for the baby than is normally 
the case. For a pediatrician the baby comes first, and the parents come 
second. We have to listen very carefully and assess even more carefully, to 
judge whether or not the parent’s request is realistic or not. We must go 
through a series of consultations in order to predict, with as much accuracy 
as possible, what can be expected regarding the future life of the child. As 
a team, we work with the parents in sorting out the options for that baby. 
Only when we have all the medical facts, as precisely as they can be defined, 
and we have tried to determine what they will mean for the life of this baby, 
can we determine whether life or death is best for this child. 

When the baby suffers from a cruel illness, the physician feels like a 
coward continuing to let the infant suffer. When I am strongly supported by 
my team, the nursing staff, paramedics, and the parents, I feel prepared to do 
what I must to eliminate suffering no matter what the legal consequences may 
be. Sometimes physicians have to begin thinking of their neonatal patients 
as their own children. When that level of commitment is reached you must 
know for sure you are doing the right thing and decisions become easier. 

Disagreement in these cases is rare, and most of the time they can be 
worked out if parents and the team have different views. Through dialogue 
and waiting to see what develops, in the majority of cases an agreement can 
be reached. In the approximately ten percent of cases that cannot be resolved, 
additional outside opinions are sought. 

Ironically, physicians can be condemned as much for not acting as they 
are for intervening to bring about death. I am presently being sued by parents 
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for not euthanizing their child at their insistence. There are many unusual 
aspects to this case. The parents are teachers for people with handicaps. The 
risk factors were higher from the start for their own baby. Because they are 
older, in vitro fertilization was required to achieve a pregnancy. Before the 
baby was bom there were problems. There was an early mpture of the 
membranes causing amniotic fluid to leak and contributing to under- 
developed lungs. This also led to preterm labor. Hence, the baby was born 
with underdeveloped lungs. We had a discussion with the parents and they 
stated from the beginning, if there were brain damage they wanted us to stop. 
Our team promised to provide them with any clear information we could 
attain. From the first weeks of life a variety of problems emerged. The child 
survived, but was ventilator dependent. 

The parents said that they would not accept any form of damage and that 
we had promised them an undamaged child! Therefore, they claimed we 
were morally bound to kill their baby. I sought an expert second opinion from 
another hospital. That doctor agreed that there was damage, but not to a 
degree that would prevent a good communicable life. In the view of our team 
the child would have a reasonable quality of life and there was no way to 
justify ending the life of that baby intentionally. The parents came to me and 
said they had the right to demand that I euthanize the child. I maintained I 
could not, and I offered them consultation with the directors of the hospital. 
The directors supported my position. 

The parents took the baby home. They did not seek out another physician 
for euthanasia. The baby is now one year old and doing reasonably well. Now 
they are suing me for making a Judgment in opposition to their request. As 
much as I sympathize with their situation, I must live with my own 
conscience. I have to reason that, although the child is handicapped, “Is this 
the quality of life that I can Judge is not worth living?” I am responsible to 
my conscience and profession for my own answer to that question. 

I do understand that these parents love that child and they want what they 
believe to be best for him. They are free to try to find another doctor who 
shares their Judgment, but that is very hard when you are asking to kill 
someone, especially a baby. We recoil from infanticide. 

Unquestionably though, the euthanasia cases I have described are most 
difficult. We are faced with about one a year. We could not cope with more. 
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In the Netherlands as a whole there are four to six cases a year in the category 
of low birth weight, preterm infants. These go to the district attorney to be 
investigated and evaluated. The emotional effects of this process on the 
healthcare team, and their families, is enormous. We went into medicine to 
save lives, not end them. When you are a junior doctor you are interested in 
all the technologies possible. When you are starting out and in charge of a 
unit, there is only one thing that counts; the baby should not die on your shift. 
You feel pride in indwelling lines, of establishing the correct intervention, 
and saving all the lives you can. You show that you are an expert in making 
technical decisions. 

Later, with more experience, you enter a phase in which you say, “What 
the hell am I doing?” When you are involved in intensive care and you see 
so many suffering babies surviving, you have to ask yourself, “Why did we 
do all this?” There is so much insurmountable grief It is the grief and 
suffering that should be the doctor’s primary concern, not life at any price. 
Sometimes the price paid by the patient is Just too high. 

Usually the way we try to perform euthanasia is by increased pain 
medication. I remember a set of twins in which one of the babies had 
microcephaly, so it had an underdevelopment of the brain. It also had severe 
spina bifida and all sorts of malformations. In such a case, drugs are 
administered to prevent pain. If morphine is given, there is an increased 
chance that the infant will stop breathing. This is how it is done in most 
cases. I understand this is called the double or indirect effect euthanasia 
elsewhere. 

We always make sure there are good records and objective documentation 
as to the medical situation. Under no circumstances is euthanasia performed 
in the dark, or before anyone comes in, sub rosa so to speak. When it is 
performed correctly under the right circumstances, everyone feels a sense of 
relief for the child. 

The parents are very much a part of the procedure. Arrangements are 
made so the baby dies in their arms. They can wash the baby and put on the 
clothes. Taking an active role helps the parents cope later on. If they are shut 
out and everything is left in the doctor’s hands, parents do not have a chance 
to express their love and say their good-byes. We always have a meeting 
with the parents two months after the baby’s death. We ask how they are 
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getting along, and how they feel about our involvement. Often they say they 
were very relieved when the baby died, and they even wish it could have 
happened earlier. However, they often add, “But, we realize we needed to 
take some time to say farewell.” 

Unfortunately, the opposite of these ideal circumstances sometimes 
occurs. We had a baby at my hospital diagnosed by echosound as being most 
likely microcephalic. An obstetrician had said that the baby would not live 
after birth, so we were asked to be present. We had no contact before that 
time. When the baby was bom the obstetrician asked when we were going 
to kill it. That is not how euthanasia works! We had never had any previous 
interactions with the parents. Even though the baby was very microcephalic, 
there was no pain. The parents had not been prepared for this eventuality, 
they had no understanding of what lay in store and they had the impression 
that this was a lovely baby. Although we had doubts about the future of the 
baby, we did not interfere. 

About a year and a half later, 1 saw the mother carrying her child. There 
was no cognitive life at all. The baby could not see or hear. Seeing that baby 
pained me greatly. In such a tragedy, 1 could only have wished that things 
had been handled differently: if we could have known more in advance, if we 
could have had discussions before birth with the parents, if we could have 
made a better medical assessment, if abortion could have been raised as a 
possibility, would things have turned out the same for these parents? As it 
was, their lives were rained, destroyed. They had done their best, but they 
were just carrying a vegetable and waiting for the day it would die. There 
were other children in the family and they had also suffered. This event had 
a terrible impact on the whole family. 

Some people say, “What gives you doctors the right to decide that such 
babies should not live?” 1 understand that position, but on the other hand, 
“What gives us the right to condemn them and their families to such an 
existence when there are moments in which we can prevent that?” 1 do not 
know the answers, but 1 do feel the pain of those situations. 

1 remain terribly uncomfortable being involved at the bedside in a 
euthanasia situation that over the last twenty years has been accepted in the 
medical profession and among my colleagues, but remains outside the law. 
This conflict between what the law fails to condone and what is done in 
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practice may be unresolvable due to political influences. At best, legal 
sanctions would be very difficult to explicate because of the complexity in 
trying to create a law to cover all possible situations. Everyone agrees as to 
the necessity of guarding against sliding down the proverbial slippery slope. 
On the other hand, it is not easy to have all situations covered by rules. 

A major problem for physicians in the Netherlands has been that there is 
no adequate Jurisdiction Judging instances of euthanasia. Physicians must act 
on their intuitions and feelings, never knowing in advance whether the 
district attorney will bring charges of murder against them. If a physician 
reports a euthanasia, it may take a year of uncertainty before a decision is 
rendered and all accusations dropped. 

From the time of reporting to the time the physician is finally cleared, he 
or she can never rest easily. I have seen the cost in human terms for two of 
my colleagues. Once in my former hospital, my chief was accused of 
murder. He had to spend a day in the police office under intense questioning. 
The same evening, police officers came to the parents’ home. They were 
mourning the death of their baby and the police submitted them to questions, 
trying to find out whether or not the death was deliberate. It took about a 
year before a final judgment was made, and the case dropped. Also, one of 
my current co-workers had a similar situation. He reported the death as 
unnatural, as the guidelines dictate, but the police did not know what to do 
because it was new to them. They were used to dealing with murder cases 
and they had to Judge euthanasia under the same rubric. 

Doctors go to great lengths to avoid these conflicts and, if possible, to 
prevent having to perform euthanasia altogether. Every detour is tried. For 
instance, in a spina bifida case, it is often infection that ends the life. It is 
also certain that when the infant is infected, there is a tremendous amount of 
pain. We treat the pain, and if by an overdose of pain medication sometimes 
the baby stops breathing, we accept that as natural death and do not report it 
as euthanasia. We do that to avoid all the legal entanglements. Morally, too, 
we see this as Justifiable (double-effect). 

Critics often say that euthanasia denies respect for human life. I think we 
need to look more closely at what “respecf’ means in this regard. In the 
Netherlands we very rarely see meconium aspiration in babies because any 
woman in our social system has the right for prenatal care during pregnancy. 
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With preventive measures, we can predict when the baby is too large, and 
Cesarean Section can be performed, and meconium aspiration is prevented. 
However, if you look at the American situation and go into an intensive care 
unit, you see an abundance of ECMO (Extra Corporal Membrane 
Oxygenation) stations usually being used by Black or Hispanic infants. 
Because preventive medicine is denied to the mothers of such infants, a 
fortune in technology must be spent after birth trying to save the life of 
babies of illegal aliens or the poor, or those without medical insurance. True 
respect for human life would mean respecting the lives of all babies by doing 
everything possible to ensure them a healthy life. 

From my own experience, I can assert that euthanasia should never be 
generalized because no case is the same as another. Each situation involves 
personal judgments in response to individual circumstances. For this reason, 

I am uncomfortable with extremists on either end of the spectrum. In China, 
for example, babies with any malformations may be killed. In contrast, some 
people in the Netherlands warn against taking life under any circumstances 
on the grounds that even damaged life still is life. They question who gives 
physicians the power to sit in God’s chair and make life or death Judgments? 
They are quite right. But we can also look at our rapidly developing 
technologies that are intervening to keep more and more babies alive as also 
altering the course of nature. Do we have the right to intervene so that they 
can survive? That, of course, is a human Judgment for which we must take 
responsibility. It is not God’s chair; but our own doing. 

Doctors cannot escape from making life and death Judgments, nor should 
they pretend that they do not. We are faced with a range of situations from 
more severe to less severe, e.g. the differences among cases of Down 
Syndrome. The complexity of what our decisions mean in human lives 
makes it very difficult to know where to draw lines. 
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Physicians have the obligation to act responsibly along with parents with the 
tools they are given. Their goal should always be to make objective 
Judgments so as to use technology for the benefit, not the detriment as sadly 
often happens, of their patients. 




Public Cases and Issues 




Chapter Twelve 



“I was the First Physician in the Netherlands Prosecuted for 
Performing Euthanasia on a Patient Who was not a 
Relative.” 

I graduated in 1975, and practiced family medicine for seventeen years before 
1 left to teach full time in the medical school where 1 am now. 1 still spend 
one day a week in the practice of another family physician. When 1 had my 
own practice, 1 cared for 2,500 patients. In the first years of my practice 15- 
20% of my patients were over sixty-five because a new private housing 
facility for the elderly had just been finished in my part of the city and 1 
became their physician. 

1 have performed eight euthanasias and consulted on four to five other 
cases. My first case in 1984 is the one 1 think of most often. Caroline was 
eighty-five years old and was a woman of great vitality who enjoyed her 
friends and activities. Her greatest fear was not physical disability, but losing 
her mental capacities. She often told me that when she no longer felt in full 
command of her faculties she wanted to die. Caroline was very clear that she 
wanted to die before she became incapacitated. 

After suffering a hip fracture, it was determined that the break could not 
be repaired and Caroline was confined to her bed. Even in bed she could still 
converse with friends, play cards and watch T.V. She still enjoyed a good 
social life. 

Over the course of one weekend, Caroline had an incident, probably a 
small stroke, where her mind was not clear. Although she was better by the 
following week, she was deeply shaken by what this might mean for her 
future. She told me that she wanted to die before she began to decline, and 
asked me for euthanasia. 1 understood Caroline’s views very well, we had 
talked about her desire to determine her own death for the seven months 
preceding her incident. Caroline had a sixty-five year old son who was close 
to his mother and knew she was a woman who wanted to set her own 
boundaries. 1 spoke with him several times alone, and he supported her wish 
to die at the time she chose. 
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Caroline was not in the terminal stage of an illness, nor was she likely to 
be in the near future. She was not in intractable pain. She only wanted to die 
before a serious problem developed, and most of all, she did not want to get 
into a situation where she would be unable to make a decision about her life. 
Caroline and I communicated very well; she had been my patient for seven 
years. We had long discussions about her euthanasia request, and I came to 
the conclusion that she was right. I could understand why she wanted to die, 
and I agreed to help her. 

Approximately two weeks after she told me the time had come for her to 
die, a physician-trainee of mine accompanied me to Caroline’s house. With 
her son present, Caroline and I said our “good-byes.” I was nervous; I had 
never performed a euthanasia before, but I felt I had made the right decision. 

I felt at peace with myself when I administered the injection. 

Caroline’s euthanasia took place before the present Guidelines were 
established. However, for years before Caroline made her request, there were 
widespread discussions about euthanasia in principle, e.g.: Is euthanasia 
Justified? What are the problems that must be faced? What are the issues that 
need to be addressed? On philosophical grounds, Dutch physicians had 
worked on the problems of euthanasia, and had worked out generally 
recognized parameters. However, there was still a problem in the legal 
community and in the government. 

By the time of Caroline’s case, I was already committed to doing what I 
believed to be right and not doing it in secret. I notified the prosecutor and 
told him I had participated in an unnatural death. Reporting seemed the 
natural action to take. Euthanasia had been repeatedly requested by my 
patient who had her own good reasons for wanting to die. Caroline’s case 
seemed very straightforward to me. It was only later, I learned it had historic 
implications. My assistant and I had to go to the police station where we 
were questioned for three hours. Just as it was my first experience with 
euthanasia, it was also the first for the examining officer. 

In Holland we have a system in which the person being prosecuted for a 
criminal offense proceeds through three levels of investigation. At the first 
level, are forty-seven local reviewing offices; the second level consists of 
seven Judges, each with their office, in seven designated cities around the 
country; the third and highest review takes place in The Hague. An attorney 
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from the Dutch Voluntary Euthanasia Society was with me and supported me 
throughout the whole process. 

The hearings were not adversarial in nature; instead, they were held more 
as a forum for discussion about euthanasia in general. Before this case in 
1984, there had only been two other cases of euthanasia, and in those 
instances the physician had euthanized a family member. I was surprised to 
learn I was the first physician in the Netherlands prosecuted for performing 
euthanasia on a patient to whom he was not related. No dispersions were cast 
on me during the proceedings, and rather than focusing on me individually, 
the purpose was to address the larger questions. 

On the first level, I was given no penalty. The prosecutor appealed to the 
second level, and I was sentenced to one week in prison. I appealed this 
decision to the highest level where I was found not guilty and acquitted. 
Although I was not punished, the court used aspects of my case to set 
guidelines for future cases. For example, I was criticized for consulting with 
a colleague and not using a person outside my own practice. We also had 
long discussions on what constitutes “unbearable suffering.” The court 
decided that only individual patients can make that determination for 
themselves. Neither physicians nor instruments have the capacity to measure 
a person’s pain. So, when Caroline said, “I don’t want to live anymore 
because I am suffering,” how she was suffering is her right to determine. I 
knew her well and I understood what pain meant for her; but another 
physician might not have been as sympathetic. Pain is very subjective, and 
there is no objective measurement of “unbearable.” 

Another case that had a great impact on me was one that involved a “sin” 
of omission rather than commission. The patient was a woman in her late 80s 
who lived in the private housing facility for the elderly near my practice. She 
suffered from a number of ailments, including arthritis, diabetes, 
hypertension and depression. She wanted to die and asked me to help her. 
I refused her several times. I received a phone call from the administrators 
at the facility. The patient had Jumped from the eighth or ninth floor and 
landed on a balcony below. She was still alive but had broken many bones. 
I visited her in the hospital and we talked about her situation for a long time. 
She was disappointed that she was still alive, and her only regret was her 
suicide had not succeeded. 
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The next day I received a call from the specialist who was caring for her 
in the hospital. In Holland the family practitioner works outside the hospital. 
Once patients are admitted to the hospital, they come under the care of 
clinical specialists. Her specialist told me she was asking him for euthanasia 
and she had discussed euthanasia with me. He said he did not want to do it. 
He wished to avoid euthanasia altogether but, he was very sympathetic with 
the plight of this particular patient. After a week’s discussion, we decided to 
perform the euthanasia together. He prepared the syringe and handed it to 
me. I administered the injection. 

I called my attorney to ask for advice about whether to report this 
incident. He advised me not to report it. I was still under investigation for 
Caroline’s euthanasia and this euthanasia might complicate those 
proceedings. Also, this patient was euthanized in a hospital. Family 
practitioners in Holland do not have hospital privileges. It troubles me that 
this case was not reported. It would have been better to have the opportunity 
to discuss the problem of the attempted suicide and what bearing that might 
have on euthanasia decision-making. 

I am in favor of legalizing euthanasia. At the same time, euthanasia 
should remain under tight controls that ensures that physicians abide by the 
conditions described in the Guidelines. It is not necessary to rely on the 
courts for control; it can more appropriately be handled by medical ethics 
commissions. For example, physicians would be required to report all 
euthanasias to the commission. Each case would be reviewed and members 
of the ethics board would be responsible for checking that the regulations 
were followed. When a physician fails to act in accordance with the 
Guidelines, the case would be reported to the prosecutor. Only then would 
it become a legal matter. As long as euthanasia remains in the penal code, 
there will be many physicians who will not report for fear of prosecution, as 
well as being unwilling to spend the enormous amount of time required by 
criminal investigations. With an estimated 2,000 cases of euthanasia each 
year in Holland, we know of only 400 through reporting. I am aware of 
groups of family physicians who have made the decision not to report, and 
when a case of euthanasia is performed in their group practice no official 
record is made by group consensus. 
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Deciding whether or not to perform a euthanasia is always a very 
emotionally heavy time for me. I talk about it with my wife and friends as 
well as my professional colleagues. Just as each patient is unique, no 
euthanasia is like any other. Every time there are difficult problems that must 
be solved and physicians must spend long hours with the patient to 
understand their particular situation and why they are asking to die at this 
time. I have found that the patients who ask for euthanasia are strong willed, 
purposeful people, and I feel privileged to know them. We all have much to 
learn from them. They are people who have lived life fully and it is not easy 
for them to decide to ask for help in dying. I am sure our discussions must 
be very difficult for them, especially since they know that as we are talking 
about euthanasia the possibility exists that we won’t turn talk into practice. 

Many patients, when they are healthy, ask if I would agree to euthanasia 
should they reach a stage when they prefer death to life. Very few patients 
actually reach that stage. Sometimes when patients know they are dying, and 
they have not raised the issue of euthanasia, I introduce the topic. In cases 
where patients are sent home from the hospital because there are no more 
treatments to be offered, I know they are thinking about euthanasia even if it 
is not mentioned. We talk about how they feel as they face death and as 
much as possible, family members are brought into these discussions. Too 
often we do not recognize how difficult it is for the family when they are 
trying to support a patient who is dying at home. 

Sometimes the family does not agree with the patient’s wish to die. In 
these cases I encourage family members to spend private time with the 
patient and get to know his or her reasons for wanting euthanasia. There was 
a seventy year old man with stomach cancer who had been operated on four 
or five times. There were no more treatment options and he wanted to die at 
home with his wife and four children. Fie was brought home from the 
hospital in an ambulance with infusions in both arms and a gastro-intestinal 
tube that made conversing impossible. Still, he was able to make his request 
for euthanasia very clear. Fie pantomimed an injection in his arm, and I knew 
what he meant because I had known him very well for eight years. 

I talked his wishes over with his wife and children, but they could not 
agree to what he wanted. They could care for him at home, and they did not 
understand his position. After two weeks of talks, they finally acquiesced 
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and, with his family gathered around his hed, I gave him the injection he 
asked for. That was a very difficult situation for me, when the people closest 
to the patient are not entirely accepting the euthanasia. In the Netherlands, 
the wishes of the family are not given weight in the euthanasia decision. 
Family considerations are excluded because they might be unduly prejudiced 
for or against euthanasia. 

There are doctors in Flolland who want a signed document from their 
patients who request euthanasia. For me, it is very difficult to ask patients to 
sign forms when they are so sick. I believe the strength of our relationship 
is enough. To ask patients who are in pain or suffering to provide me with 
legal protection seems too great an imposition. I think it would constitute an 
unnecessary burden. 

There are also groups of physicians and lay persons here in Flolland who 
say that euthanasia is not different from murder, and contradicts the role of 
the physician which is to cure and heal. As family physicians we are more 
patient-centered and less doctor-centered. I believe our most important duty 
is to provide our patients with the help they want, not Just the help we want 
to give. Granting a patient’s wish for euthanasia is the last help we can offer 
in that person’s life and to deny that request diminishes what it means to be 
a doctor. 




Chapter Thirteen 



Arlene Judith Klotzko and Dr. Boudewijn Chabot Discuss 
Assisted Suicide in the Absence of Somatic Illness 

“Assisted suicide; euthanasia. So extremely controversial, such fierce 
discussions. So terribly hard to understand or agree, to find rules for it. Yet, 
it ’s always been there and it will keep coming up. This cry for help because 
life is sometimes unbearable and because every human being is unique. . . 
Who decides that suffering in life is too much, or enough to allow someone 
to die? What suffering carries enough weight? When have you tried 
everything or enough? Where does the right to determine your own fate end? 
What power is used when and by whom? So many questions all so hard.” 
(Letter to Dr. Chabot from Mrs. B: September 1991) 

“Let us remember that a society that mistrusts its doctors, mistrusts itself 
It is my impression that, after twenty years of public debate and a first major 
breakthrough in empirical investigation, Dutch society is less suspicious of 
its medical care around the end of life than American society. ” 

(Letter from Dr. Chabot to Arlene Judith Klotzko: September 30, 1994) 

Background 

On September 28, 1991, Dr. Boudewijn Chabot, a psychiatrist, provided a 
fatal dose of medication to his patient, whom he prefers to call Mrs. B. He 
was with Mrs. B When she swallowed the pills, and remained with her until 
she died. He then reported his role in her death to the authorities. The case 
was pursued, and both the local and appellate courts acquitted Dr. Chabot. 
The Government then appealed to the Supreme Court. 

On June 21, 1994, The Supreme Court of the Netherlands ruled that Dr. 
Chabot was guilty, but that he would not be punished. This was the first 
case to reach the Supreme Court involving mental suffering in a physically 
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healthy person, and the first case involving assisted suicide and a psychiatric 
patient. 

In November 1993, the Dutch Senate passed a bill that modified The 
Burial Law. Notification procedures involving euthanasia and assisted 
suicide, jointly developed in 1991 by the Ministry of Justice and the RDMA, 
were now to be codified in regulations under The Burial Law. Moreover, in 
these regulations, the notification procedure was extended to cases of active 
termination of life without explicit request. Also in November 1993, the 
Royal Dutch Medical Association published its view that assisted suicide 
should not be excluded as an option for psychiatric patients. 

In its opinion in the Chabot case. The Supreme Court stated that when 
somatic illness is absent, extreme caution is required. An independent expert 
must see and examine the patient to assess the patient’s condition and 
determine that there is no realistic alternative to assisted suicide. Because Dr. 
Chabot did not arrange for an independent consultant to examine Mrs. B, he 
was found guilty. 

Early on in the opinion. The Supreme Court accepted Dr. Chabofs 
diagnosis that Mrs. B’s symptoms were consistent with a diagnosis of 
depression. Yet, Dr. Chabot has maintained that Mrs. B was not suffering 
from a psychiatric illness. The precedential value of this case is, therefore, 
unclear; it remains to be seen how The Court would rule with respect to a 
case of assisted suicide involving a patient with no somatic illness, who was 
suffering emotionally but was clearly not depressed. 

Dr. Chabot has written a book, Zelf Beschikt, the title of which he 
translates as Chosen Fate. It was published in Amsterdam in 1993 by Balans. 

About Mrs. B 

AJK: How long did you know Mrs. B? 

BC: About two months. 

AJK: How did you meet her? 

BC: We met through the Voluntary Euthanasia Society of The Netherlands. 
She had asked them for assistance. I had also been in contact with The 
Society. I had heard about many desperate people, suffering, grieving, ill , 
who call there asking for assistance with suicide, and expressing a death 
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wish. Based on my twenty years of professional experience, I believe that, 
by going in detail into someone’s death wish, once a relationship of trust has 
developed, the patient will inevitably start talking about where he has lost the 
ability or courage to live. Thereby, all sorts of opportunities arise to work 
through old psychic wounds and to question, on an emotional level, his basic 
assumptions about what life has still to offer. 

AJK: Did you register with The Society because you wanted to assist in a 
suicide? 

BC: Absolutely not. As I said, I wanted to offer therapy to desperate people. 
When I first spoke with Mrs. B, I thought that intensive treatment, possibly 
three times per week, could well help her. 

AJK: Tell me something about her background and her life situation at the 
time that you met. 

BC: She was a fifty-year-old social worker. She was also a painter in her 
spare time. She was divorced. She had been physically abused by her former 
husband for many years. She had two sons. One son, Peter, died by suicide 
in 1986, at the age of twenty. She then underwent psychiatric treatment for 
a marriage crisis following his suicide. At that time, she strongly wished to 
commit suicide, but decided that her second son, Robbie, age fifteen, needed 
her as a mother. Her son, Robbie, died of cancer in 1991, at the age of 
twenty. Before his death, she decided that she did not want to continue living 
after he died. She attempted suicide, but did not succeed. On July 13, 1991, 
she wrote a social worker at the academic hospital where he second son died 
of cancer; she asked for a contact and for pills, so that she could kill herself 
She had bought a cemetery plot for her sons, her former husband, and herself; 
her only wish was to die and lie between the two graves of her sons. 

AJK: Did you consider Mrs. B to be depressed in a psychiatric sense, or was 
she undergoing a grief reaction? 

BC: The symptoms that she exhibited were partly in accord with D.S.M. III- 
R 296, the diagnostic category for depression. Some of her symptoms 
consistent with a diagnosis were low mood, low energy, inability to 
experience pleasure, and sleep disturbance. It is obvious that her grief would 
cause these symptoms. 

AJK: But, surely, there is a difference between grief and depression. 
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BC: I do not see a big difference between grief and depression. Grief is 
depression occurring after a loss. And depression is a word with a wide 
range. It includes illness and sadness. 

AJK: That seems to be a somewhat colloquial use of the term, depression. 
Was it then and is it now your medical opinion that she was depressed in the 
psychiatric sense? 

BC: No. This woman had been suffering from a complicated grief process 
for the five years following the suicide of her son, Peter, in 1986. I didn’t see 
any psychiatric illness, clinical depression, trace of psychosis, or personality 
disorder. Her depressed mood fluctuated within the normal range after the 
death of a child. 

AJK: Would her grief process not have ended with the passage of time? 
BC: Grief usually passes away, but not in everybody. Even if one could see 
grief as somehow like the flu, it is important to remember that even in the 
case of the flu, some vulnerable people actually die from it. So it is with 
grief In all times and cultures, there have been exceptional individuals who 
did not want to survive the death of a beloved one, be it a child or a spouse. 
They sought death in one way or another. I think this woman was one of 
those vulnerable persons. 

Attitude Toward Assisted Suicide 

AJK: Why should a physician ever assist a patient in committing suicide? 
BC: The answer depends on whether the doctor has the responsibility to 
relieve incurable suffering. I think that a doctor has that responsibility 
irrespective of whether the suffering is from a physical or a psychic source. 
Our society has got to learn to live with the fact that in some cases suffering 
can only be relieved by granting a well-considered wish from a competent 
adult to receive deadly pills. 

AJK: What is your attitude toward Mrs. B’s suicide? Was it justifiable? 
BC: I did not agree with Mrs. B’s decision to kill herself, but I felt that the 
greater evil would be her dying alone. I understood that for her, there was no 
future without her children. As she wrote to me, “The only sense life has got 
for me now is to find my way to Peter and Robbie through a dignified death.” 
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AJK: Do you believe that the desire for suicide and the act of suicide are, by 
definition, manifestations of a disturbance or illness? 

BC: No. Now, the choice for death is stamped as a symptom of a psychiatric 
disorder, but this may change. Whether a pattern of behavior is considered 
to be an illness or psychiatric disorder may change. Homosexuality used to 
be called an illness. In psychiatry, some diagnoses are influenced by the 
culture we live in and this is one of them. 

AJK: Do clinically depressed persons, because of their illness, lack the 
competence or the decisional capacity to make a free choice for suicide? 
BC: Not necessarily. The existence of decisional capacity depends very 
much on the kind of depression; its severity, kinds of symptoms, and pattern 
over time. But, again, it was my diagnosis that Mrs. B was not clinically 
depressed. She exhibited a depressed mood that was consistent with her 
grief process. 

AJK: Was it your view that Mrs. B had the decisional capacity to make a free 
choice for suicide? 

BC: Yes. 

AJK: You are, perhaps, familiar with the term, rational suicide. Do you 
believe that someone can commit rational suicide? 

BC: If by rational, you mean understandable for this person in this situation 
there may be such a thing as rational suicide. But it seems to me that 
nonrational motives enter into every instance of suicide. I don’t believe that 
any suicide can be completely rational: A human being deliberating about his 
or her death is too complicated to be fully understood in a rational frame 
only. 

Neither do we require complete rationality in other important life 
decisions like, for instance, the decision to have a child; that certainly can be 
a well considered decision though, it seems to me, it hardly ever is a 
completely rational one. I prefer the terms capacity and competence to the 
term, rational. 

AJK: In a Seattle case, the Court quoted an opinion by a Michigan judge, 
involving one of the cases against Dr. Kevorkian. That court found a liberty 
interest, protected by the United States Constitution, to commit rational 
suicide. The court outlined four criteria: 1) A person’s quality of life must 
be significantly impaired by a medical condition; 2) The medical condition 
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must be extremely unlikely to improve; 3) A person’s decision to commit 
suicide must be a reasonable response to the condition causing the quality of 
life to be significantly impaired; 4) The decision to end one’s life must be 
freely made without undue influence. How would these criteria apply to the 
case of Mrs. B? 

BC: The first and second criteria do not apply because Mrs. B did not have 
a medical condition. I consider the third criterion to be fulfilled, because a 
wish to die is a reasonable response to the loss of one’s children. The fourth 
criterion is fulfilled as well: her decision to die was made freely without 
undue influence. 

AJK: You obviously do not think that the option of physician assisted 
suicide should be restricted to those who are terminally ill? Would such a 
requirement give society a more clear-cut line to draw? 

BC: First of all, the reality of a deathbed is not so simple as to allow for the 
clear-cut lines ethicists are able to draw behind their desks. Drawing such a 
line assumes, without a trace of evidence, that suffering from a psychic 
source is always less intense, less unbearable, than suffering from a physical 
source. 

Let me briefly elaborate on this. I understand from the discussion that by 
“terminal patienf ’ one refers to anyone who faces a certain death within the 
near future, be it a few weeks or a few months. It is generally overlooked 
that some physically healthy people go through the agony of carefully 
planning their own deaths. If they fail in carrying it through, they make 
another attempt, and, if necessary, another, until death follows. We don’t 
apply the adjective “terminal” to this category of persistently suicidal 
patients, although their life expectancy is Just as bad. I believe that my 
patient belonged to this category. Her fate, which in its final execution, 
though not in its cruel causation was self-inflicted, wasn’t any better than that 
of someone with incurable cancer. 

If one accepts, as I do, that persistently suicidal patients are, indeed, 
terminal, then one must ask whether a persistently suicidal state can be as 
reliably diagnosed as an incurable illness. I believe in some cases, like that 
of my patient, it can. At least, all of my consultants agreed that, given her 
personality and state of mind, her life expectancy was at most a few months. 
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AJK: For you, is there a moral difference between assisted suicide and 
euthanasia? 

BC: Yes. It is a question of moral responsibility for an irreversible act. In 
my view, a doctor is justified in committing euthanasia only when the patient 
is physically unable to commit suicide with assistance and all other 
conditions are met. 

AJK: Is this the prevailing view in the Netherlands? 

BC: No, this is my view. Others may hold different views. 

The Psychiatrist-Patient Relationship 

AJK: Did you consider Mrs. B to be your patient? 

BC: Yes. 

AJK: Please describe your professional relationship with her. 

BC: I made attempts at establishing a treatment relationship and to work 

through her grief, but was unable to do so. My first interviews were 
diagnostic and did establish some trust in me. Then, I went into her feelings. 
This stage is the beginning of mourning therapy. In this early phase, one tries 
to establish a treatment alliance, as some would call it. I tried to lure her into 
mourning therapy without her realizing it, by going in detail over the death 
of her two sons. But, after some time she sensed what I was after and told me 
to stop, saying, “I know what mourning is. I have experienced it after Peter’s 
suicide, but then there still was Robbie to live for. Now that he is gone as 
well, I am not going to mourn again. If you’re trying to get me into that I am 
not going to come back.” 

In this particular case, establishing a treatment alliance presented 
difficulties in view of her explicit treatment refiisal and her professional 
knowledge as a social worker. That is why I had to try to “lure” her into 
therapy. So, in this phase, I violated, in a strict sense, her right to refuse 
treatment. 

AJK: What was the date of your first meeting with Mrs. B, how many 
sessions did you conduct with her, and on what date did you give her the 
pills? 

BC: Our first session was on 2 August 1991. We had thirty sessions of fifty- 
five minutes each. I gave her the pills on 18 September 1991. 




380 



Asking to Die 



AJK: You have said that Mrs. B was not depressed in a psychiatric sense. 
How would you reply to the following questions: If Mrs. B were suffering 
because of her said, even tragic, life circumstances, is this not an existential 
problem, beyond the reach and proper purview of medicine? 

BC: Psychiatrists regularly deal with existential problems. 

AJK: Why didn’t you at least insist on a trial with antidepressants before you 
agreed to assist in her suicide? 

BC: I did insist. But, as in Holland, also in the USA, any competent adult 
has got the constitutional right to refuse treatment, even a life-saving one. 
Her refusal was well considered. Besides, one has to realize that there was 
no clinical depression in a technical psychiatric sense. Her sense of humor 
was intact. She could smile and see herself through the eyes of others. She 
was not an egotist, and she was fully aware of what her death wish meant to 
those close to her like her sister and her best friend. Because there was no 
clinical depression, I didn’t expect her to profit substantially from 
antidepressants. And yet 1 insisted on giving them a chance. 

AJK: And she refused to take the medication? 

BC: She refused. For instance, she said, “Antidepressants perhaps will make 
me feel somewhat better, but what does it alter for me? Mourning my 
children means to let them go and to become a different person. That is 
exactly what I do not want: I don’t want to become a different person from 
the one I was when I was a mother and happy.” She did not want to feel 
better. She wanted to die. 

AJK: Did you feel that you were being manipulated, or even blackmailed by 
Mrs. B? 

BC: No. She was well aware of the enormity of my responsibility, if I were 
to agree to her request. She did not want to burden me, but she felt that she 
had no choice. She wanted to die with dignity and, therefore, she needed my 
help. Psychiatrists are trained to understand blackmail. Blackmail or 
manipulation are part of the game. 

AJK: Did you feel free to refuse her request? 

BC: Yes. I felt free to say I cannot stop you, I hope that you will change 
your mind, but I will not help you. I believe that a doctor can never be 
required to act against his conscience. 

CQ: Why did you agree to Mrs. B’s request? 
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BC: Let me summarize the specific points that I had to check before reaching 
a decision. This competent woman confronted me 1) with a well-considered 
request, that was durable (not an impulse, it existed for five years), without 
any pressure from those around her. On the contrary, they had tried all they 
could to make her change her mind. Equally important, 2) she convinced me 
that her suffering, although it came from psychic trauma, was for her 
unbearable and unacceptable. Lastly, 3) a prospect of relief was out of reach 
given her well-considered refusal of anti-depressants and mourning therapy 
- both of which, in her situation, offered only a small chance of success. 
Nevertheless, all this wasn’t enough for me to give deadly pills in such an 
unusual case of massive grief What tipped the balance to assist, for the first 
time in my life, someone to commit suicide, had something to do with her 
extraordinary personality. 

AJK: Could you expand upon your last statement? 

BC: She was such a strong and sensitive person at the same time, so 
considerate to those dear to her like her sister and brother-in-law. And yet so 
firm and consistent in her deeply felt longing to fuse with her dead beloved 
sons. Her one and only value in life was her children, the cornerstone on 
which everything else was built. Once that stone was gone, the very idea of 
a future for her collapsed, became repulsive. 

Of course, some would call that pathology, but I doubt whether this takes 
us any further in understanding the way people organize their basic values in 
living. It certainly didn’t give me a new therapeutic perspective to reorient 
her toward life. So, in the end, I felt that 1 understood why, for this particular 
woman with her unique life history, there was no option left other than death. 
And that understanding made me cross the border into unknown territory - 
to assist her in finding a dignified death. 

The Court Case 

AJK: Why did you report your involvement in this case to the authorities? 
BC: If I, as a doctor, help a patient to die, I want to do this in a professional 
way, which requires that I be accountable, be held responsible. 

AJK: How do you feel about your case having become a test case [to clarify 
the law on an important point]? 
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BC: it is a bit of a burden, but I don’t mind for myself What I regret is that 
in a way, it’s unfortunate that this woman’s suicide is a test case. And that’s 
because she presents such an unusual case of grief, that is so complicated in 
its being an existential crisis bordering on pathology, that it tends to create 
more questions than it solves. 1 think it would have been better if the 
Supreme Court could have focused on a test case relating to people who are 
elderly and invalid, or who have got AIDS, and who, though still healthy, 
wish to die now, rather than suffer a few further years of dependency and 
disfigurement. 

AJK: The court specifically referred to your failure to call in outside 
consultants who actually saw Mrs. B. Did Mrs. B refuse to see any 
consultants? 

BC: No. She never refused. I asked one of them if he wanted to see her, but 
he didn’t think it necessary. All of them had read my extensive notes which, 
and this has often been overlooked, included information from her G.P. and 
from her former psychiatrist. Both these doctors had seen her themselves, 
though not in the formal role of consultant, and their medical information 
completely agreed with my observations. 

AJK: What is your reaction to the Court’s decision that a patient must be 
presented with a realistic alternative, the rejection of which would preclude 
the availability of euthanasia and assisted suicide? 

BC: I agree with that requirement and, indeed, that is what I tried to do in 
this case. 

AJK: How would you define realistic alternative? 

BC: The Royal Dutch Medical Association has defined a realistic alternative 
as having three requirements: 1) It must have a reasonable chance of success; 
2) be possible in a reasonable amount of time; 3) the burden of treatment 
must not be extreme, when compared with the benefit. 

AJK: In this case, did you see any treatment as a realistic alternative? 

BC: No. These criteria were not satisfied by the possibility of “grief 
therapy”: 1) there was a low probability of success; 2) treatment would have 
required three to five years; 3) treatment would have been very burdensome. 
AJK: Why would the treatment have been so burdensome? 

BC: Grief therapy, the working through all of the losses, would, for this 
woman, have been very burdensome. 
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AJK: And Mrs. B rejected the seemingly far less burdensome option of anti- 
depressant medication? 

BC: This question I consider to be very tendentious given her grief I hope 
that no pill will be discovered that will prevent or cure grief Certainly, 
antidepressants don’t cure grief 
AJK: What is your reaction to being convicted? 

BC: The verdict was “guilty without punishment,” which, in Holland, is 
called a judicial pardon and is rarely given. The fact that The Supreme Court 
didn’t punish me makes it feel as if I have not been convicted. The 

motivation of the verdict makes it clear that “guilty” refers only to the 
circumstance that none of the consultants had seen her themselves. I take this 
point and I regret that I failed to do so. 

The phrase “without punishmenf’ makes it clear that there was no flaw 
in my moral reasoning and, except for the consultant procedure, no major 
criticism of my professional conduct. Given the exceptional circumstances 
of the case, no terminal phase of a physical illness, unbearable suffering from 
a psychic source only, this is about as far as The Supreme Court could and 
would possibly go in its endorsement of physician assisted suicide. 

AJK: One last question. The slippery slope argument is often invoked by 
those arguing against permitting euthanasia and assisted suicide. It is said 
that recognition of any permissible exceptions to a total ban on these 
practices would gradually give way to the erosion of those exceptions. Cases 
of unjustified killing would therefore result. I would like to read two 
quotations from Mrs. B, and ask you to discuss them with reference to the 
concept of the slippery slope. 

Every human being is unique. . . Who decides that suffering in life is too 

much, or enough to allow someone to die? What suffering carries enough 

weight? 

Is it possible to judge someone’s suffering in any objective way, or is the 
determination that someone’s suffering is truly unbearable a purely subjective 
determination? If it is purely subjective what does this say about society’s 
ability to limit the use of euthanasia and assisted suicide to acts of last resort 
for very troubling cases? 

BC: Mrs. B, in the letter that you quote, puts forward a strong plea that the 
intensity of her psychic suffering can be as great, as unbearable, as the 
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suffering of someone with a terminal illness. The verdict of the Supreme 
Court has shown that, in Dutch society, this is not acknowledged. Of course, 
there will always remain a subjective element in ascertaining unbearable 
suffering. The Dutch Royal Medical Association states that the condition 
that there must be “no prospect of relief with adequate medical treatment” has 
a greater objectivity than the condition, unbearable suffering. The absence 
of relief is a crucial element in the barrier against unwarranted assisted 
suicide. As long as a realistic treatment possibility exists, I as a doctor, 
would never grant a request for assistance in suicide. 

To answer Mrs. B’s question “who decides”?: If someone asks a doctor 
to assist in dying, it will be the doctor who decides, in light of the prevailing 
conditions laid down by doctors, lawyers, and ethicists. This cannot be 
otherwise, as society rightly holds the doctor responsible who fulfdls a 
request of his patient to die with dignity. He is the one who should be 
accountable for his decision. Therefore, he can never have an affirmative 
obligation to facilitate a suicide. That is the main barrier against unjustified 
killing, as you put it. 

Of course, this may result in an increase in the number of people that will 
put forward a well considered request to their doctor. Given the 
socioeconomic context of Dutch medical care with, most notably: 1) general 
medical insurance for the poor and the elderly; and 2) the central role over 
long periods of time played by the family G.P., I do not regard an increase in 
assisted suicide per se as a step down the slippery slope. It might as well, for 
instance, reflect a fundamental change in attitude toward a dignified death. 
But in the USA, the socioeconomic context may well be different in crucial 
aspects, and that may make a difference in the trust and feelings of safety of 
many patients in situations where they depend on intensive and/or long-term 
medical care. 

AJK: And now for the last question, one that Mrs. B posed. 

Where does the right to determine your own fate end? 

Of course, we cannot force people to undergo treatment. But, if an individual 
refuses (on nonmedical grounds) to undergo medical treatment that may 
provide some benefit and, as in this case, does so because she wants to die, 
do the medical profession and the state have an affirmative obligation to 
facilitate her suicide? Should euthanasia and assisted suicide be reserved for 
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those whom medicine cannot help, and unavailable for those who reject what 
medicine can do, even if the chance of a proposed treatment’s success is 
slight? 

BC: There are, indeed, limits to the right to choose one’s own death. These 
limits are largely explicit and reflected in the professional guidelines for 
careful medical conduct as they now exist in the Netherlands. And, as I said 
before, there is a requirement that there must be no prospect of relief with 
adequate medical treatment. As long as a realistic treatment possibility 
exists, I as a doctor, would never grant a request for assistance in suicide. 

Although there are these explicit limits, limits will always partly remain 
implicit in the conscience of individual doctors, depending as they do on their 
ideological outlook on life. And, therefore, limits to the right to choose one’s 
fate in this way will vary to some extent from doctor to doctor, just as social 
values concerning the legitimate choice of one’s own death vary nowadays. 

Selections Translated by Dr. Chabot From Two Letters Quoted in Zelf 
Beschikt 

Letter Written by Mrs. B in September, 1991, After Dr. Chabot Told 

Her That He Would Assist in Her Suicide 



“My craving for death. How can I make that clear, unambiguously. By taking pills 
that evening of the day of Robbie’s death? But then I failed. My father worked for 
the Railway. He often had to collect what remained of a human being from 
between the tracks. Each time again he came home shattered by the sight of it. 
Peter did it his way, with a gun. I experienced Peter’s suicide all by myself, alone. 
Dreadful. 

I am told that eight out of nine attempts at suicide fail. If you really want it, 
you’ll succeed, it is said; don’t talk about it, just do it! I did it my own way: I have 
talked and searched for help in dying. And I found it. Whether or not that 
assistance is right or wrong, given with care or careless, to be condemned or not, 
will all be judged by the authorities. 

By then I won’t be there anymore. And yet I’ll be judged as well. My life, 
my feelings, my searching. Perhaps my ‘cowardice’ not to have done it alone. Is 
there a fundamental right to autonomy regarding one’s own death? To be allowed 
to conclude that one’s life doesn’t make sense anymore. Perhaps that will all be 
discussed. Everybody is going to say something about me. My life has been my 
life. What is justice? I certainly don’t feel life is righteous.” 
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Another Part of the Same Letter 

“There are many institutions/persons you can turn to for help. Not for the help 1 
was looking for. Your plea for help - my plea for help - has to fit in somewhere. 
Assisted suicide - euthanasia. So extremely controversial such fierce discussions. 
So terribly hard to understand or agree, to find rules for it. Yet it’s always been 
there and it will keep coming up. This cry for help because life is sometimes 
unbearable and because every human being is unique. So that ‘help’ is heard as it 
is meant, not rationalized into the help professional helpers are used to giving, what 
they are paid and trained to provide, for which there are rules, etc. 

Who decides that suffering in life is too much, or enough to allow someone to 
die‘? What suffering carries enough weight*? When have you tried everything or 
enough? Where does the right to determine your own fate end? What power is 
used when and by whom? So many questions, all so hard. 

1 am conscious of all this. 1 feel so happy with the help in dying I’ll receive. 
I got everything in my life without which I couldn’t possibly live any further. Am 
I an egotist to not want, nor not to be able, to live on? Not having the urge or 
power to endure, to fight? To refuse all therapy and to judge that compassion is 
insufficient for me. 

My loneliness, my longing for death, my sadness. Is there anyone going to 
take the place of my kids, with me to make it bearable? 1 didn’t search for that, I 
didn’t want that, I couldn’t do it.’’ (pp. 98-100) 

From the Farewell Letter to Dr. Chabot 

“Every time 1 wake up there is that horrible feeling. But now it’s more bearable as 
I remember your promise, ‘1 will help you.’ I only have to hold on for a short 
while. Just another few days. But then I think about you: how terribly you’ll be 
judged and perhaps sentenced for what you did for me. I refused to mourn and 
work with you through all and everything, but we did discuss my life in detail. My 
sadness, grudges, disappointments. 1 have told you I am the sort of person who 
needs to share everything with someone. I have never found a partner to do just 
that.” 



Another Part of the Same Letter 



“1 am certainly making life difficult for you. You told me that was none of my 
business. You wanted to ‘invest’ in me (I don’t know how to express this in a 
better way): You are a psychiatrist, and as such you tried everything to support me. 
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But 1 feel you tried as a human being as well. I must have been a heavy load to 
take on. 

Next year in your garden the same flowers will be in full blossom again. 1 
remember once we were sitting near the pond in the fairy cirele, at the time we still 
had to learn to know eaeh other. One morning 1 was sitting alone at the pond, near 
the willow tree, while my life passed before my mind’s eye. 1 listened to your 
geese and suddenly 1 felt 1 understood what perhaps is true for you as well: This 
fairy circle, the merry-go-round that is life, my life. This tree is part of it just as is 
my sadness. The still pond, the geese, the huge sky, the stillness around. The 
eternal return of everything. 

For me all is finished now. It makes me happy in a special way: a sad way but 
peaceful at the same time. And in one way or another it feels like pure justice. I 
am empty now, all is finished. Long ago I used to watch telly with my boys. Each 
night ‘Pipo-the-clown’ was on. And each night Pipo said what 1 am saying now: 
‘Goodbye flowers, bye birds, bye fish, goodbye people.’” (pp. 103-4) 



Acknowledgments 



Ms. Klotzko wishes to acknowledge, with appreciation, the interesting and helpful conversations about 
this case and its context with Minister of Health Dr. Else Borst-Eilers, Dr. Maurice AM de Wachter, 
and Professors JKM Gevers, Henk Leenen and Johan Legemaate. 





Chapter Fourteen 



What Kind of Life? What Kind of Death? An Interview 
with Dr. Henk Prins 

Arlene Judith Klotzko 

“There were two decisions. The first was a decision not to operate because 
ofi the severity ofi the handicaps. And then, later, there was a decision to 
actively terminate her lifie.... Giving the injection was not the killing decision. 
The killing decision was to withhold treatment.... There is no moral dififierence 
[bePA^een killing and withholding useless medical treatment]. There is an 
emotional difference. And there should not be a legal dfifierence. Decisions 
not to treat must be scrutinized just as much because they could be abused 
just as much. ” - Henk Prins, M.D. 

Introduction 

It has been estimated that, in the Netherlands, the lives of ten severely 
handicapped neonates are actively terminated each year.' Yet, there is still 
no clear consensus about the morality of actively ending the lives of severely 
disabled newborns who, even after the withdrawal of medical treatment, 
continue to live and to suffer. Some physicians believe that the lives of these 
babies should be actively terminated; others do not.^ 

In March, 1993, in the small Dutch town of Purmerend, Baby Rianne was 
born with multiple handicaps, including spina bifida and hydrocephalus, 
resulting in severe brain damage. On the first day of her life, a decision was 
made not to operate. And on the fourth day, at the request of her parents. Dr. 
Henk Prins, then a forty-eight year old gynecologist, gave the baby a lethal 
injection. She died in her mother’s arms. 

Dr. Prins reported his actions to the authorities who, initially, declined to 
charge him with a crime. However, after the direct intervention by the 
Minister of Justice, local prosecutors decided to charge Prins with murder. 



Originally published in Bioethics 1997; 11 (1): 24-42. Reproduced with permission. 
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He was tried by district judges; there are no Juries in the Netherlands. 
Although all the elements of the offense of murder were proven, on 26 April, 
1995, Dr. Prins was acquitted on the ground that he had an affirmative 
defense. He had faced an unavoidable conflict of duties between his duty to 
prolong life and his duty to alleviate unbearable suffering. 

The District Court analyzed the case along the lines developed in 
euthanasia Jurisprudence. This despite the fact that, for the Dutch, euthanasia 
requires a voluntary and repeated request by a competent adult. Under the 
Court's analysis, the parents' request was viewed as a sufficient substitute. 
Thus, it seemed that euthanasia would be allowed, in a sense, by proxy. To 
this observer, the initial court decision seemed to signal a worrying slide 
down the metaphorical slippery slope; as described, for example, by Bernard 
William s . 



If a certain practice or aet is allowed, we shall end up with an unacceptable result 
because there is a series of cases between the original case and the unacceptable 
outcome and none of them can be distinguished from its neighbors.’ 



The prosecution appealed and, on 7 November 1995, the Court of Appeal in 
Amsterdam, although it upheld Prin's acquittal, stepped back from the 
analytical brink. The parents' request disappeared as a crucial legal 
determinant. Instead, the Court concentrated on the futility of continued 
treatment, the acceptability under these circumstances of active termination 
of life, and the applicability of force majeure, in the sense of an unavoidable 
conflict of duties, the defense that has been accepted in euthanasia cases. 

The question of intent is crucial to a moral and legal analysis of end-of- 
life decision making. Because the denial of surgery would inevitably result 
in the baby's death, the Court found that decision to have been made with the 
intent that the baby die. The medical team had made "a choice against the 
life of Rianne." (Section 15) The Court did not explicitly address the 
principle of double effect, which developed out of Catholic moral theology.'* 
Clearly, had Prins chosen to administer pain medication, which he foresaw 
would also hasten the baby's death, a moral (or legal) analysis relying upon 
that principle would be precluded by an acknowledgment of Prins's intention. 

The Dutch Supreme Court will not hear this case, and the decision of the 
appellate court is therefore final. Nor will it hear the case of Dr. Gerard 




What Kind of Life? What Kind of Death? 



391 



Kadyk, a Dutch family doctor, who gave a lethal injection to a hahy with 
trisomy 13, a severe genetic ahnormality. Her life expectancy was very short, 
and her parents brought her home, where they cared for her. When severe 
complications developed, they asked their physician to end their bahy's life. 
Dr. Kadyk was also acquitted at the district and appellate court levels. The 
reasoning was similar to that employed in the appellate court decision in the 
Prins case. 

It is a truism that modern medical technology as applied to severely 
compromised adults and newborns has transformed the practice of medicine. 
And that this new power to keep such persons alive has been a great blessing; 
but also a curse. Agonizing medical and moral decisions must be made and 
in making such decisions, particularly those involving babies, physicians and 
family members often find themselves feeling terribly alone. 

Many questions arise: What kind of life is of sufficient quality? Who 
decides? Should such questions be answered by physicians and parents 
behind closed doors, or must there be public scrutiny via the apparatus of the 
legal system? The law is usually not drawn into decisions against initiating 
treatment. It has been drawn into decisions about withdrawing treatment, 
which is permitted virtually everywhere, for adults and babies, under defined 
circumstances. Should legally Justified actions include purposeful killing or 
be limited to allowing nature to take its course? 

The law, by its nature, must draw bright lines. Isn't the region between 
killing and allowing to die the most logical place to draw one? Many moral 
philosophers agree that there is no intrinsic moral distinction between killing 
and letting die. As a matter of public policy, as opposed to moral philosophy, 
should the distinction nevertheless be preserved, in order to prevent abuse 
and the inevitable extension of those eligible to be killed? Particularly with 
respect to those unable to give their consent but, perhaps, also for those who 
request and even demand to be killed? 

But if we do maintain such a distinction, are we not keeping laws in place 
that, in coinpelling individual cases, would require physicians to become 
conscientious objectors? And in so doing are we simultaneously treating 
physicians and patients unfairly and breeding disrespect for the law? All of 
these questions are raised by the case of Dr. Henk Prins. And there are no 
easy answers. Not for him and not for us. 
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The Interview 

AJK: What was Baby Rianne's medical condition? 

HP: She had hydrocephalus which had led to extensive brain damage. She 
also had spina bifida with a high location, between LI and L2, and deformed 
limbs. All of these conditions stemmed from the failure of the neural tube to 
close in the eighth week of pregnancy. There is a genetic factor involved and 
also a peristaltic factor [an outside influence].. Also, it is possible that the 
administration of folic acid during pregnancy may prevent such defects. 
AJK: How long had her mother been your patient? 

HP: I had never met her until the delivery of the baby was already in 

progress. She received her prenatal care from a midwife. She had applied to 
a doctor at the Academic Medical Center in Amsterdam (He just spoke with 
her) because in the family there was a case of spina bifida. But the consulting 
doctor had told her that, because the family relationship was remote, there 
was no increased risk for this pregnancy and, thus, no reason for further 
investigation. 

AJK: At that time, were the benefits of folic acid proven? 

HP: No, not in 1992. 

AJK: Please describe the medical events involving Baby Rianne. 

HP: Home delivery was started by the midwife, but when it did not go well, 
the patient was sent to hospital. She was in the last stage of labor; there was 
full dilation, but she was making no progress. Because there was no descent 
of the fetal head, a cesarean section was performed. My colleague, whom I 
will call “gynecologist one,” had a relationship with the pediatrician who was 
present during the cesarean section. It is natural to have a pediatrician 
present during a cesarean section. I will call this pediatrician who was 
present at delivery “pediatrician one.” 

A consulting neurologist at the local hospital in Purmerend was called in 
on the first day because, if an operation were to be performed, it would 
achieve optimal results only if done within the first twenty-four to forty-eight 
hours. Pediatrician one made the decision not to operate in consultation with 
this neurologist. 

During the first day, pediatrician one was called away because of the 
sudden illness of his father. He gave the case to “pediatrician two.” 
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On day two, gynecologist one realized that he had to go to Hong Kong on 
day three to attend a congress. He shared the responsibility of this case with 
me from the beginning and, on Wednesday, he gave it to me. 

AJK: What was Baby Rianne's prognosis? 

HP: If no operation were performed, her life expectancy was a matter of 
weeks, possibly two to three months. In the first days, an operation was a 
theoretical option. Closing the defect and fighting infections with maximal 
treatment could have enabled the child to survive for years. No one knows 
how long. 

AJK: Is the reason that no one knows because newborns in such a condition 
are hardly ever treated aggressively? 

HP: There are examples of those with a lesser degree of neural tube defect. 
They live on into adulthood and live quite well. The majority of such people 
ought to be treated. 

AJK: But you decided not to operate? 

HP: Yes. There were two decisions. The first was a decision not to operate 
because of the severity of the handicaps. And then, later, there was a decision 
to actively terminate her life. 

AJK: Who participated in the first decision and how was it made? 

HP: There were five persons: a neurologist, a neurosurgeon, a pediatrician, 
myself (gynecologist two), and a pastor. Our decision was a purely medical 
decision, made on neurological grounds, because we did not see an operation 
to be a benefit to the child. 

AJK: What could the operation have accomplished if everything had gone 
perfectly? 

HP: The defect would have been closed. The possibility of secondary 

infection, which was an immediate threat to her life, would have been 
diminished. Her brain pressure would rise, however, and it would have been 
necessary to implant a shunt. 

AJK: Would the shunt have caused long range problems? 

HP: That is likely. Because of infection and thrombosis, shunts often need 
to be replaced. 

AJK: How did you calculate net benefit? 

HP: We weighed the consequences of an operation. It would have prolonged 
her life without treating the symptoms and consequences of the defect 
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because an operation would not have alleviated them. The operation would 
only have minimized the possibility of infection, but it also would have 
created the necessity for repeated operations involving the shunt and the 
urological system because there were obstructions in the passage between the 
kidney and the bladder. Her brain damage was so extensive and the 
possibility of movement so limited. She would never have been able to walk 
or sit unsupported; she would have been incontinent in her bladder and 
bowel. Her arms were not affected. There was sensory damage as well; she 
could not feel sensation in her lower body. She would have started life with 
repeated operations, need for persistent medical attention, no possibility for 
self-support, and very low communicative ability. 

AJK: Would she have been able to talk? 

HP: That would be very unlikely because of her brain damage. 

AJK: How did you determine the extent of the baby's brain damage? 

HP: Through clinical examination and CT scans. 

AJK: How much brain tissue did the tests reveal? 

HP: There were three millimeters of brain tissues surrounding the fluid. 
AJK: Do you recall the circumference of her head? 

HP: No, but it was large. 

AJK: How important was the brain damage in your decision not to operate? 
HP: Without brain damage, there would have been an operation. Its 

existence was central and crucial. 

AJK: After you decided not to operate on the first day, what treatment was 
given to the baby? 

HP: Feeding, peripherally acting drugs and analgesics for pain, sterile 

treatment of the defects, and diagnostic procedures, including those to 
measure the extent of brain damage and scans for the defects in the spine. 
AJK: Some would say that this first decision was not purely a medical 

decision. What is a medical decision? 

HP: If you think amedical decision only deals with technical medical items, 
to repair the body, in which the doctor is like a technician, then this was not 
a pure medical decision. But if you think of a medical decision as a decision 
in which the general interests of this human being are weighed, then this was 
a medical decision. 
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AJK: Do medieal deeisions inelude the values of the doetor, patient, and 
family? 

HP: Yes. Medieal deeisions eannot be free of values, even if they are 
hidden. 

AJK: Beeause you are a gyneeologist and not a pediatrieian, did you 

eonsider yourself to be the mother's physieian, rather than the baby's? If so, 
did your prineipal duty lie in promoting the welfare or best interests of the 
mother? Was there in any sense a eonfliet between those interests (She asked 
that the baby's life be terminated) and the interests of the baby? 

HP: I am used to handling a situation of mixed interests of mother and ehild. 

I am experieneed in separating and balaneing them. I felt here that I had a 
duty to promote the interests of both mother and ehild. There was no ehoiee 
required here. What I did was in the interests of both. 

AJK: Why was what you did in the best interests of the mother? 

HP: Beeause she aeeepted the inevitable dying of the ehild and she would 
have suffered to see the suffering of her ehild prolonged. 

AJK: Did you eonsider Baby Rianne to be severely handieapped? 

HP: Yes. 

AJK: During your eareer, how many times have you delivered a severely 
handieapped baby? 

HP: About five per year. 

AJK: What is your definition of a severe handieap? 

HP: This ean relate to the estimated possibility of beeoming happy. This 
then realloeates the problem beeause it has a very personal aspeet as well as 
a soeial aspeet. And it is very dangerous to introduee the soeial aspeet in 
defining a handieap. 

AJK: The Duteh Assoeiation of Pediatries developed guidelines for 
physieians with speeifie eriteria that they should eonsider. Could you diseuss 
them? 

HP: They developed eriteria, ineluding laek of eapaeity to eommunieate, 
laek of eapaeity for self-maintenanee, persistent need for medieal assistanee, 
and existenee of pain. All of these items grouped together give a pieture of 
the baby's quality of life. If four or five eriteria are satisfied, the baby is 
eonsidered to be severely handieapped. 
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AJK: How does satisfaction of these criteria relate to decisions to withhold 
or withdraw treatment? 

HP: They play a role in decision making and they should play such a role. 
Medicine is about more than performing procedures just because they can be 
performed. 

AJK: If we talk about quality of life, does this raise slippery slope problems? 
HP: Yes, but life is inevitably a slippery slope and everyone is on a slippery 
slope. If we do not put things out in the open, think and talk about them, the 
danger of the slippery slope is greater. 

AJK: In the United States, there was a court case involving an anencephalic 
baby, the Baby K case. Her mother insisted that she be given ventilator 
support for recurrent respiratory distress. The treating physicians disagreed 
and sought relief in the courts. The courts sided with the mother on legal 
grounds having to do with the provision of emergency treatment. Baby K 
lived beyond the age of two. What is your reaction to this case? 

HP: Rather aggressive. I think that we should treat the mother. 

AJK: Why? Is it because you do not consider it to be her place to question 
a medical Judgment? 

HP: No. I have reacted in this way because, with a severe anencephalic, 
there is no possibility that it can be in the interest of the child to maintain 
physiological processes in the body. While it is difficult to locate the exact 
criteria for treatment or non-treatment, an anencephalic child has quite 
obviously crossed the border between human being and living body. 

AJK: I have been told that, one hundred years ago, it was not unusual for 
physicians to keep a bucket of water nearby when they delivered babies so 
that, the severely handicapped could be drowned at birth. Are you aware of 
this practice? 

HP: Yes. I think that it is true. The problem of today is created in large part 
by the evolution of medical technology and, of course, by greater openness 
in society about what doctors are doing. The old days are not longer ago than 
about fifteen years. Doctors did what they thought was correct; they took 
decisions for someone else and sometimes did not even tell the parents 
because they did not want to lay the responsibility on the parents. But 
children with severe handicaps were not treated. They were not placed in 
incubators. Just in cradles. And the decision was made without the parents. 
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AJK: What was done when anencephalic children such as Baby K were 
bom? 

HP: They were given an injection of potassium to stop the heart beat or were 
Just left to die. 

AJK: Do you view these two practices as morally equivalent? 

HP: Yes. But it might be more humane to give the injection because 
allowing someone to die, while gasping for breath, is not humane. 

AJK: How recently were these practices performed? 

HP: I am not sure, but probably until about 1975. 

AJK: Why isn't this done anymore? 

HP: In Holland, there has been a change in the attitude of doctors toward 
patients and society. The change occurred around 1975-1980. Before that 
time, doctors were rather autonomous and thought of the best interests of 
others. They made decisions for others. In about 1975 there began the 
evolution so as to lay responsibility for decisions in the hands of the patients. 
AJK: Why? Did this have anything to do with the euthanasia cases and the 
requirement of patient request? 

HP: Yes. There are two ways that decisions can be made. If I know that a 
patient bleeds and bleeds and has pain because of fibroids, I can say that the 
best idea is a hysterectomy; we can do it in two weeks. Then there is the 
other way. 1 can say there are two possibilities: one is to treat the symptoms 
with life-long hormonal treatment; the other way is a hysterectomy. You 
think about it and you decide. 

AJK: Is there a great deal of openness between patient and physician in the 
Dutch medical culture? 

HP: Yes. 

AJK: With this new importance of infonned consent some time around 
1975-1980, was there also a difference in the way that decisions were made 
about the treatment of handicapped newborns? 

HP: Yes. In this new culture, the way that decisions about handicapped 
newborns were handled changed as well. 

AJK: Do you consider parental involvement to be important? 

HP: Yes, because there are some medical decisions that are infiltrated by 
quality of life elements and because of that mixture, the parents must play an 
important role. 
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AJK: Is their role a limited one? 

HP: Yes. When they do not agree with a doetor's deeision not to treat and 
the doetor is convineed that it is in the interests of the ehild not to treat, he 
should not treat the ehild. 

AJK: If Baby Rianne's parents had wanted the operation to be performed, 
what would you have done? 

HP: We would have transferred the case to another team. 

AJK: Because everyone on the team agreed with you? 

HP: Yes. It is different when there is disagreement within the team. 

AJK: What would happen then? 

HP: If the members of the team disagree and parents do not want treatment, 
then the parents may tip the balance. 

AJK: In this case, whose idea was it not to operate? 

HP: The medical team. 

AJK: And you told the parents your opinion? 

HP: The pediatrician told them and they agreed. 

AJK: What was the significance of this decision? 

HP: The decision not to operate meant that there was no reasonable prospect 
of life for the child. Her life expectancy was perhaps a few weeks or months 
depending upon how aggressively her life was sustained. 

AJK: With antibiotics for infection, for example? 

HP: Yes and medication for epileptic seizures. But the decision not to 
operate was decisive. The life of the baby would be limited. She would die. 
Everyone is concentrating on the second decision, to give the injection, but 
that was about how she would die. That she was going to die was clear from 
the first decision. 

AJK: You initiated the first decision. Who initiated the second? 

HP: I presented two ways to proceed to the parents and they chose the 
second. 

AJK: Had you given them a recommendation? 

HP: No. But I told them that twilight sleep was meant to lead to the baby's 
death. In time, other decisions would have been necessary; whether to 
increase the dosage to control seizures, to increase the dosage and frequency 
of drugs to control pain if a tolerance developed. 

AJK: Did the parents ask you to give the baby a lethal injection? 
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HP: Yes. They chose a clear situation, not an ambiguous one. 

AJK: If the parents had not agreed to an injection would you have given it? 

HP: No. 

AJK: How old was Baby Rianne when you gave her the injection? 

HP: Four days old. 

AJK: Why were you the one who gave her the injection? 

HP: The pediatrician refused to do it and I was the original physician for the 
child. It would have been appropriate for the pediatrician to do it, but he had 
objections of conscience. 

AJK: After you decided not to operate was Baby Rianne in pain? 

HP: Yes. The baby was in a great deal of pain and the normal analgesics did 
not work well. So it would have been necessary to use narcotic analgesics - 
morphine-like drugs. And that would have caused depression of 
consciousness. It is clear to me that use of such drugs would have depressed 
normal functioning; behavior, expressions, and sensibility. Using morphine- 
like drugs would have caused a situation of floating between heaven and 
earth. 

AJK: What is your understanding of the principle of double effect? 

HP: The principle of double effect governs when a doctor gives opiates to 
treat pain, and as an unavoidable but foreseeable consequence, the patient 
dies. 

AJK: Why did you not rely on the principle of double effect? 

HP: Because of the parents and because there would have been no benefits 
for the baby if she were given pain medication. It is possible to accompany 
natural dying with pain relief and allow the baby to die, but this can be a 
problem if dying involves suffering. This way would not have been in the 
interests of the baby. Also imminent complications would have created the 
repeated need for medical decisions to treat or not to treat problems with her 
kidneys and bladder or infections requiring antibiotics, for example. 

AJK: When you say the baby would have suffered what exactly do you 
mean? 

HP: Crying, irritated behavior, muscle spasms, pain, epileptic discomfort, 
fever, depression of respiration, gasping for breath. 

AJK: So, it was not that her pain was untreatable? 
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HP: No. Almost all pain can be treated but sometimes at the price of side 
effects; like dying. If the side effect is depression of respiration, we can give 
artificial respiration. So giving analgesics in this way is a bad alibi. 

AJK: Why a bad alibi? 

HP: It would have been dishonest. A procedure should alleviate pain and 
do nothing else. The dosage should be just enough for pain killing and not 
patient killing. A patient dies from the administration of morphine because 
of depression of respiration. If only one effect is intended, the death of the 
patient, and morphine and double effect are used, their use is designed to 
avoid the legal consequences. 

AJK: Do you consider such use of morphine to be unethical? 

HP: Yes. 

AJK: As you said, there is a legal difference between administering opiates 
to relieve pain, even if death results, and administering a lethal injection? 
How important was that to you? 

HP: It is important because I was prosecuted for what I did. But it was not 
important enough to cause me to do something that I considered to be 
unethical and unjust to the baby. 

AJK: Do you see an ethical difference in this case between administering a 
lethal injection and administering opiates? 

HP: The only valid basis for choosing between them is what is in the 
interests of the baby and, secondarily, the interests of the parents. And if you 
chose the interests of the baby as paramount and consider the interests of the 
parents too, to cope with their feelings, it's possible to chose to directly end 
the life of the baby without acting unethically. 

AJK: Do you think that double effect is relied on in the Netherlands to a 
lesser degree than in other countries because physician-assisted suicide and 
euthanasia have been, in effect, decriminalized? 

HP: Yes. I think so. Because reliance on double effect, when there is only 
one intention, to accelerate death, reflects the intrusion of law into medical 
decisions. And a morphine overdose does not always result in an easy, 
comfortable, and controllable death. 

AJK: Why, in the face of the legal differences and the adverse consequences 
did you do what you did? 
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HP: Beeause I think it is unethieal to let legal eonsequenees influenee a 
medieal deeision. 

AJK: How important is the law? 

HP: 1 think that law is important to serve the people. The law should not be 
sueh a absolute power that people should serve the law. The law should 
ensure that proeedures are followed and that the legal rights of the patient and 
parents are proteeted. But the role of law is to proteet the interests of the 
patient and the eommunity. The law is not an instrument for introdueing 
metaphysieal prineiples. 

AJK: What do you mean? 

HP: Whether to do euthanasia or not involves what is best for the baby so 
it is a medieal deeision, not a legal deeision. 

AJK: If you had given morphine-like drugs you would have faeed no legal 
eomplieations. 

HP: That's right. It is legal to use morphine infusions to kill pain, but not 
the patient, but to aeeept the side effeet of dying. But beeause the baby's 
death was an inevitable result of the first deeision, we needed to eonsider 
sueh faetors as medieal eoinplieations and the effeet of what we did on the 
parents when we deeided how the baby should die. Both ways of proeeeding 
may be right, but only if one is sure that the baby is dying. 

AJK: Why did you eonform to the law and report what you did? 

HP: If 1 had not reported it, the parents eould not have diseussed the death 
with family and friends. They would not have had the support that they 
needed and they would have been part of a eonspiraey. In addition, 1 knew 
that what 1 did was illegal and had to be reported as an unnatural death. 
AJK: Did you report your aetions beeause you wanted to ereate a test ease? 
HP: No. 

AJK: Is there room for eonseienee in disobeying the law? 

HP: 1 think so, yes. 

AJK: Did your views on eonseientious objeetion influenee you to select 
Eugene Sutorius as your lawyer? Early in his career, he developed a 
reputation for representing conscientious objectors. 

HP: No. 1 knew his reputation as a lawyer interested in ethical problems 
involving euthanasia. 1 do not think that it was an accident that he started 
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representing eonseientious objeetors - those who did not want to be in the 
army. And it is not an aecident that I refused to go into the army. 

AJK: Why did you refuse to go into the army? Is it beeause you did not 
want to take a life, if ordered to do so? 

HP: I did not want someone else to tell me what to do. 

AJK: Beeause it would violate your autonomy? 

HP: Yes. 

AJK: Do you think that an important funetion of the law is the restrietion of 
one person's autonomy in order to prevent harm to others? 

HP: I think that an important funetion of the law is to defend the autonomy 
of everyone and the law must find a balanee between the interests of 
individuals and those of society. 

AJK: So law could legitimately limit someone's autonomy in order to 

protect the interests of others? 

HP: Yes. There has to be a balance between the interests of an individual 
and those of others. I can accept a limitation on my autonomy only to ensure 
that someone else will not be harmed. 

AJK: Do you see your actions as causing harm to the baby? 

HP: No. On the contrary. 

AJK: Is there a role for the law and social institutions to superimpose on 
individuals a collective view of what constitutes harm? Or is it sufficient 
that, within your medical judgment and conscience, you did not view what 
you did as doing harm? 

HP: It is important that individual decisions are supported by general 

acceptance in the medical community and in the ethical community. And I 
would like them to be accepted in the legal community. 

AJK: For very practical reasons? 

HP: Yes. For my conscience, it is not necessary that the legal community 
accept what I did. It ought to be accepted legally for ethical reasons. 

AJK: Prof Ian Kennedy, of King's College School of Law in London, has 
described the act/omission distinction as a "metaphysical sleight of hand" 
because, if a doctor has a duty to treat, an act is not different from an 
omission.^ What do you think of the killing/letting die distinction? 

HP: There is almost never a clear cut difference. It is very bad to fight with 
all instrumental techniques against the dying of hopelessly sick patients. 
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AJK: Wasn't the first deeision a deeision to allow the baby to die and the 
seeond a deeision to kill her? 

HP: No. Giving the injeetion was not the killing deeision. The killing 
deeision was to withhold treatment. 

AJK: Do you see a moral differenee between killing and withholding useless 
medieal treatment? 

HP: No. There is no moral differenee. There is an emotional differenee. 
And there should not be a legal differenee. Deeisions not to treat must be 
serutinized just as mueh beeause they eould be abused Just as mueh. 

AJK: If you do not mind telling me, have you ever performed euthanasia® 
or assisted in a suieide? 

HP: No. I never did. 

AJK: Why not? Is it beeause the eireumstanees did not arise where it would 
have been appropriate? 

HP: Yes. The eireumstanees never eame up. 

AJK: Would you have done it under the proper eireumstanees? 

HP: I think so. It is possible. 

AJK: Do you see physieian assisted suieide and euthanasia as morally 

distinet? 

HP: There is a praetieal differenee, but not a moral differenee. 

AJK: Are they morally different from what you did? 

HP: I don't think so. There is a differenee, of eourse, with respeet to the 
existenee of a request. Laek of a request ereates a speeifie diffieulty. 

AJK: Do you eonsider the request requirement for euthanasia to be very 
important? 

HP: Very important. 

AJK: In a case such as yours, involving a baby, does the request from the 
parents fulfill this function? 

HP: It helps, but it does not fulfill the function. Moral difficulty is 

inevitable. 

AJK: If a patient were in a persistent vegetative state or demented, would 
that case be morally different from the case of Baby Rianne? 

HP: Crucially different. Because a patient who is in a persistent vegetative 
state or demented would not be suffering. 
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AJK: Your case has been reviewed by the Court of Appeals and, as of this 
date, there is a possibility of Supreme Court review. How do you feel about 
this? 

HP: I think about it. But an appeal is not as personal as the first court 
decision. It is more about principles than Prins. 

AJK: In an emotional sense, did you feel a need for the law to approve of 
what you did? 

HP: No. I am motivated to carry on in the interest of pediatrics and 
gynecology to create a legal structure for these ethical problems. 

AJK: I have some final questions concerning your views on abortion. In the 
UK, a positive test for spina bifida often results in a legal abortion, which is 
legal, for reasons of severe disability of the fetus, up until the time of birth. 
Could you describe the abortion law in the Netherlands? 

HP: Abortion is legal up to the thirteenth week, for any reason, and up to the 
twenty-fourth week only for medical reasons, which include the existence of 
a severely deformed fetus. After twenty-four weeks, abortion in the 
Netherlands is illegal unless it is necessary to save the life of the mother. 
AJK: So, had the presence of spina bifida been discovered in the fetus after 
the twenty-fourth week, an abortion would not have been possible in the 
Netherlands? 

HP: No. 

AJK: Do you see a moral difference between aborting a fetus after 

amniocentesis or other tests reveal that it has spina bifida and allowing a 
newborn with this condition to die - or even actively terminating its life? 
HP: The moral differences between a fetus and a newborn are not as great 
as those reflected in the law. It is not the handicap in itself that ever should 
be a reason for ending the life of a baby, but it is the amount of suffering that 
will result from that handicap. 

AJK: What is your view about the moral appropriateness of abortion 

because of a diagnosis of spina bifida? 

HP: Abortion may be legally all right, but morally it must be open to 
discussion. 

AJK: Do you think that it is more morally problematic to abort a fetus with 
spina bifida than to do what you did or, short of what you did, allow the baby 
to die? 
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HP: Yes. Beeause at the fetal stage, one eannot tell how severe the disease 
is. 

AJK: Finally, do you view it as morally problematie to abort a fetus simply 
beeause of a diagnosis of Down syndrome? 

HP: Yes. No one with Down syndrome has ever started a war. And, most 
important, sueh a ehild would not neeessarily suffer through living. 
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6. In the Netherlands, the term, "euthanasia," is narrowly construed, referring only to the 
termination of the life of a competent adult at that person's explicit and repeated request. 
Thus, under the Dutch definition, Henk Prins did not perform euthanasia when he 
administered a lethal injection to Baby Rianne. Rather, the Dutch would describe his action 
as the active termination of the life of his patient without that patient's request. 




SECTION TWO 



Family Stories 




Chapter Fifteen 



“What is There to Be Frightened About? After All, It’s Not 
Like I Am Going to the Dentist!” 

For the past fifteen years I have worked as a medieal psyehologist at a 
university hospital in Amsterdam, My responsibilities inelude teaching 
medical students, as well as doctors and nurses, how to communicate 
effectively with their patients. The first time I worked with a euthanasia 
patient was after my own mother had died with the help of her physician. I 
remember thinking “I know more than anyone else how the family feels.” 

My mother’s story began on a day that should have been wonderful. I 
had just started a pregnancy leave with my second child, and I was looking 
forward to three months without professional responsibilities. My mother 
called that same day to tell me she was entering an oncology center to 
confirm a diagnosis of thyroid cancer. I went with her that day to the hospital 
and it was the first step into a strange land, a traumatic period in my life. She 
was so ill and I was so frightened. Life and death were in stark opposition. 
Life was growing inside me at the same time my mother was desperately sick 
and dying. 

She did indeed have thyroid cancer. At first we were optimistic that her 
disease might be curable, but then we learned she suffered from the most 
virulent form. I was glad that I was not working and could spend my time 
with her in the hospital as I pleased. If I had not been on maternity leave 
there would have been too many demands on my time between my son, who 
was two, and my professional obligations. As it was, I could concentrate on 
my mother when she needed me. That was the good part of all this. 

From the beginning events did not go well for her. She knew her 
situation and she also knew what she wanted. My father had been dead 
twelve years by the time my mother became ill; but during their life together 
they had often talked about how they wanted to live and how they wanted to 
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die. Now she said, “I know I have eancer and I want to talk with my doctor 
about what he thinks about euthanasia and what he is prepared to do.” She 
was not thinking, “This is the end,” but she was well aware that her cancer 
meant the end was near. 

At the time my mother was taken ill, she had just begun establishing a 
new relationship with a physician. 1 knew my mother was very comfortable 
with him and 1 encouraged her to share her views on euthanasia with him. 
They had already had their euthanasia discussion when my mother first 
introduced me to Dr. W one day when 1 visited her in the hospital. 1 knew my 
mother was very content with their conversation and believed she had the 
right doctor who would support her and her views. However, 1 remember 
thinking at our initial meeting, “This is a person who will never agree to 
perform a euthanasia,” he was just so kind and gentle. 

My mother became sicker and sicker. Every treatment that was tried 
failed. In my mind each setback was related to a date in my pregnancy. 
August 1 was my due date, but my mother developed a serious infection and 
had to undergo an operation. August 1 became the day she began a 3 -week 
stay in Intensive Care. Whether it was biological or psychological, 1 do not 
know, but just after my mother left the Intensive Care Unit 1 went into labor. 
1 was at my mother’s bedside in the hospital with contractions, and went 
directly from there to my house where my son was born. 

My feelings about this period in my life are so complicated! My husband 
and 1 had decided early on that this pregnancy would be our last. The months 
1 looked forward to spending in happy preparation were lost to my mother’s 
illness. In a way, 1 am still angry about this. 1 am angry that she had to go; 
at the same time, 1 am angry at her for taking away the happy days that 
should have surrounded my son’s birth. 

When my mother first spoke of the possibility of euthanasia, the reality 
of the event seemed far away. From the start, 1 agreed that she should discuss 
her wishes with her doctor, and 1 told her, “It is not necessary to live your life 
when it’s useless, there is no realistic hope for a cure, and you have no 
expectations for anything better. It is good to talk about euthanasia now, 1 
hope it will not be necessary, but if so, it is a better alternative.” 1 supported 
her fully, not entirely comprehending that her decision would actually end in 
euthanasia. 
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The most important message 1 want to give to others is that euthanasia is 
not an aet. Euthanasia is a proeess. In our ease, the process took six months 
before she died on January 7. As the time for facing euthanasia drew nearer, 

1 believe the final decision was more difficult for me than it was for my 
mother or my sister. In the beginning 1 had been the most intellectually open 
to the concept of euthanasia - but, as circumstances evolved, 1 found it harder 
than my mother or sister to let go. That realization surprised me. My mother 
was carrying the heaviest burden and 1 could see her suffering. Pain and 
nausea were robbing her strength and endurance and she was rapidly growing 
thinner. She was bedridden. Eating and drinking were increasingly difficult. 
My mother was prepared for the inevitability of her death, but 1 was not. In 
the end, 1 was the last to say “All right, go.” 

My sister and 1 were at my mother’s home every day. We did what we 
could for her. In a certain way, this was an important period in my 
relationship with my mother. We had a history of the usual mother-daughter 
tensions, but those disagreements were all behind us. Now we could talk 
comfortably and freely about everything, and my sister and 1 took satisfaction 
in being about to take care of her. Although it gave me a wonderful feeling 
to have this special time with her, 1 did not have to endure her pain. Only she 
could do that. 

As time passed we saw that relationships seemed less important to my 
mother. At the time 1 was puzzled and even hurt by this. Now 1 observe the 
same behavior with patients at the hospital. There is a gradual disconnecting 
from earthly attachments. My mother was in the process of letting go of 
emotional ties, even those that meant the most to her. 1 had imagined the 
most horrible aspect of death and euthanasia to be having to say good-by 
forever. She was sad at leaving her life, but not so sad as 1 expected. It was 
as if she no longer cared to hold on. 1 believe my mother thought, “1 have 
had a good life, 1 would like to continue living, but that is not possible and 
that is a pity.” For her, dying was only a pity, not a tragedy. 

It was around the first of January that we finally decided to proceed with 
the euthanasia. In accepting her request to die. Dr. W explored every aspect 
of her wishes. There were private discussions between my mother and Dr. 
W. and there were talks that included the family. She was very clear about 
what she wanted and how she wanted it. For example, she did not want to 
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have a “seeret euthanasia.” At that time in the Netherlands there were heated 
publie debates regarding the status of euthanasia. My mother thought some 
good might result from reporting her nonnatural death to the authorities. 
Beeause the burden of diselosure would neeessarily fall on the physieian, my 
mother asked Dr. W if he would agree to an open euthanasia. At first he 
asked if he might postpone giving his answer beeause he was so heavily 
involved in dealing just with the ethies and emotions that aeeompany 
providing any euthanasia. The thought of reliving those private feelings in a 
publie forum made him hesitant; but, in the end, he agreed to eome forward. 

Another important point for my mother was that she wanted to administer 
the drug herself With that in mind, she and Dr. W settled on using 
suppositories made for her by the pharmaeist. Dr. W antieipated that within 
approximately twenty minutes after taking a suppository she would fall into 
a deep sleep. The plan was that my sister, myself, and our husbands would 
be with her, and if self-administered medieation were not effeetive, we would 
call Dr. W who would come and give my mother an injection. A few days 
later Dr. W brought the medication to her home. 

From the moment the drugs were in her possession, my mother appeared 
to rally. She sat up in bed, had an appetite for her favorite foods and seemed 
to gain strength. In my professional work I often see the same response. 
When the decision for euthanasia is made, when patients know death is a 
possibility and in their control, then they are calmer and more reassured. As 
a consequence, the quality of their lives improves. It was the same with my 
mother. Once the medication was in her house and she knew “It is totally up 
to me if and when I will do it,” her condition improved a little and she said 
to us, “1 see you are thinking ‘She’s getting well, maybe she won’t do it.’ 
But 1 will do it - it is just a matter of time.” 

The period of waiting was Kafkaesque for me. 1 was obsessed with 
thoughts of “When will she decide the time is right?” “How does a person 
make such a decision?” “Why this hour and not the next?” My eldest son’s 
birthday, January 6, fell during this waiting period. On the fifth day my 
mother said, “1 won’t do it tomorrow because 1 don’t want you to have to live 
associating his birthday and my death day.” From that statement we 
anticipated that she would take the medication on the seventh. On the sixth 
she said good-by to my children, then ages three years and six months. 
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without any tears or distress. Our apprehension east a shadow over the 
birthday eelebration, however. 

On the seventh we were all gathered at my mother’s house. Although she 
never artieulated “This is the day,” we all knew. We had a speeial family 
dinner that day and 1 made my mother’s favorite erab salad. Toward the end 
of the meal my mother said, “Is the erab salad finished?” 1 hesitated to 
answer beeause a strong premonition swept over me that if I said “Yes” she 
would make her deeision to go. Instead, 1 said, “Almost.” She ate the 
remainder of the salad and then said, “1 want to be alone for awhile.” 

We waited outside her bedroom knowing that she would not take the 
medieation without us and the drug was still in the refrigerator. After about 
half an hour we heard the sound of the bell beside her bed. She had eome to 
use it as her voiee faded. We went in to her and she said “1 want to take the 
medieation now.” We brought her the suppository whieh she administered 
herself She said good-by to her sons-in-law and my sister and I stayed with 
her. 1 remember the feeling of quiet and peaee that pervaded the room was 
almost palpable, and asking her, “Aren’t you afraid?” She replied, almost 
surprised, “What is there to be frightened about? After all, it is not like 1 am 
going to the dentist!” 

She was entirely ready for death. She said “ I don’t want you to lay in my 
bed when 1 am dying,” so we sat on the bed and held her hand. We talked 
about erazy ineonsequential things, like the faet that 1 still bit my fingernails, 
a habit we onee shared until she was in her fifties. 1 though that might mean 
there was still hope for me when 1 asked her about when she quit. Everything 
important had already been said and 1 think our conversation was an 
illustration that we were all ready for the process to be over. Her life was 
finished. It was all right. 

The only part of the euthanasia that did not go the way we wanted was 
how long it took her to die. She had consumed so many drugs during her 
illness, she did not fall asleep as planned. We telephoned Dr. W, who was 
nearby. He said she should take another suppository. She took a second and 
then a third, and still there was almost no effect. As night came on, the room 
grew colder, and my sister and 1 sat shivering, trying not to move for fear of 
disturbing her. Hours passed before she finally fell asleep and then slipped 
into a coma. Today, in the hospital, patients are given an intravenous drip 
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and they are dead in fifteen minutes. For my inother death came very slowly. 
She took the first suppository in the early afternoon and Dr. W checked on 
her throughout the afternoon and evening. When he returned around 9 p.m. 
she was still alive. She was in a coma, but she was still our mother lying in 
the bed. 

We were all exhausted. Dr. W agreed that my mother would not have 
wanted this prolongation for us or for herself She wanted to administer her 
own death, but stipulated that if that medication were not effective, she 
wanted Dr. W to “give her the last push.” He mixed two preparations. The 
first a barbiturate to put her in a deeper coma and the second of curare. 1 
remember he had difficulty in finding a vein. When the needle finally slipped 
in, 1 felt relief After he gave her the barbiturate he asked if 1 could assist as 
he administered the curare. We were standing near each other, our shoulders 
touching, and 1 could feel Dr. W shaking with emotion. Afterward, we could 
see her change from a person in deep sleep to a corpse. She was no longer 
our mother. Later 1 thought how great a comfort it was to me that 1 assisted 
Dr. W. Assisting in her euthanasia was the last act 1 could do for her. 1 did 
it with love. 

When everything was finally over we felt relieved and even euphoric: 
relieved that she was beyond suffering and that she died in the manner she 
wanted, and happy that as a last gift we were able to help in her getaway. 

As my mother wished, we never hid the fact of her euthanasia. Dr. W 
reported a nonnatural death to the prosecutor. He told us when he received 
word that he had carried it out properly and would not be prosecuted. In the 
eulogy 1 gave at my mother’s funeral, 1 spoke openly about her decision. 1 
know she would have wanted her family and friends to know how she died. 

When 1 talk about my mother’s euthanasia journey 1 have learned not to 
cry even though the grief still touches me. Her absence is very hard for me 
and my children. Now they are eight and ten years old and they miss not 
having a grandmother. They talk about wanting to put an ad in the 
newspaper to adopt a grandmother. 1 would wish a grandmother for them and 
a mother for myself 1 think of her every day. Often, since my mother’s 
death, my husband and 1 have said her legacy to us was in showing us this 
way of dying. We would want the same for ourselves. 
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I am grateful to my mother for teaehing me about life and also teaehing 
me about death. 1 hope 1 can do the same for my children. 




Chapter Sixteen 



The Story of Laurens 

On July 10, 1973, Laurens, our second son, was born in the same Dutch 
hospital where I worked as an intensive care physician. Two weeks after we 
brought him home from the hospital, my wife heard him crying at about 5:45 
a.m. Rather than going to him, she decided to wait until his scheduled 
feeding time. At about 6:10 a.m. when she went to Lauren’s room to feed 
him, she saw him face down in the corner of his crib. He appeared dead. She 
screamed for me. I ran from upstairs to Lauren’s room on the ground floor. 
I initiated cardio-pulmonary resuscitation and continued the CPR while my 
wife called our general practitioner. He arrived in about ten minutes and the 
ambulance arrived a minute later. 

The doctor went with Laurens in the ambulance to the Emergency 
Department of the hospital where I worked; my wife and I followed by car. 
It was a strange situation for me to be experiencing the world in which I 
moved every day from the perspective of care receiver rather than care giver. 
The hospital was a Catholic facility in the southern part of the Netherlands, 
an area in which most people were Catholic in those days. As was customary 
under such circumstances, the physician ordered the priest to perform the 
sacrament for the dying. As a Protestant (Calvinist), this ceremony had no 
religious significance for me, but it made it very clear that Laurens was in a 
bad physical condition. 

After an hour my son was breathing on his own and it was clear that his 
heart was still beating; but the electroencephalogram showed no cortical brain 
activity. Throughout that day, he had numerous epileptic attacks. The 
pediatrician held out for the hope that the chances for some neurological 
recovery were greater in young children and that we could only wait. As 
parents, we tried to believe in the possibility that even if full recovery was not 
possible something of our son would remain; but during the next four or five 
weeks, the situation remained unchanged. 

The epileptic seizures continued. The physician wrote a do-not- 
resuscitate order. However, I was working with adult patients in the same 
ward and know of at least two times when he stopped breathing and was 
resuscitated by the nurses against those instructions. 
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After four or five weeks, the situation stabilized, a gastrie feeding tube 
was put in plaee, but there was still no neurological improvement. My wife 
and 1 saw him increasing in size and weight but without the possibility for a 
future. 

In September, we discussed with the pediatrician the possibility of 
terminating his life. At that time in the Netherlands, euthanasia, meaning the 
termination of life at the request of the patient, was not allowed and 
discussions on the subject were only in the initial stage. Also, withholding 
food and fluid was not discussed publicly. Although we were in a Catholic 
hospital, the pediatrician, who was a non-Catholic, understood our position 
very well and agreed with our considerations. He said that great caution 
would be necessary, but that he would respect our decision and would take 
his own responsibility. He told us, “There is a possibility that at sometime 
1 will telephone you with news your child is dead.” 

And that is what happened. 1 was at home when the call came. He told 
me that at a time when there were not many nurses on the ward he had the 
opportunity to be alone with my son and had used morphine to terminate his 
life. My wife and 1 went to the hospital to see him. No one spoke to us about 
what had transpired, although other people knew about it beside the 
pediatrician. The code of silence also extended to the pediatrician. He did not 
want to discuss the incident although I had the impression he had other 
similar experiences. 

One may wonder why we decided to ask for actively terminating life 
rather than withholding food and fluids. For my wife and me, there is no 
fundamental difference between the two actions. The purpose of actively 
terminating life and withholding food and fluids is the same. If the intention 
is to end the life, why not do so actively and openly so that suffering may be 
prevented? I am aware that many people in the United States, because of 
connotations of “murder” and/or ideas about our Hippocratic tradition, find 
foregoing nutrition and hydration more acceptable than actively terminating 
life. For me the difference is more psychological than moral. 

Over the years, thoughts of Laurens have never left me, but the 
contemporary controversy over reports that lethal injections are being given 
by Dutch doctors to some infants bom with severe congenital malformations 
or serious brain damage rekindles very strong emotions. Surprisingly, the 
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strongest opposition eomes not only from religious conservatives but also 
from liberals who speak of euthanasia as an autonomy issue. In their view 
terminating life is so important that no one other than the individual should 
be allowed to make that decision. This conclusion, of course, rules out 
euthanasia for children like my son or those described above. 1 concur that 
autonomy does not mean that they should be denied beneficence. There are 
many less important decisions we make in their behalf, why should they be 
denied perhaps the most caring choice of all? 

Although 1 differ with those who would deny euthanasia for infants, 1 also 
disagree with parts of the proposed guidelines seeking to shield pediatricians 
from persecution in these cases. The weak part of the proposal in my opinion 
is the failure to take a critical view of physicians who report euthanasia cases 
in which they participate as natural deaths. Although 1 understand the desire 
to protect the parents, 1 still believe we must be honest in our legal 
procedures and 1 hope that physicians will have the courage to notify the 
authorities. 

The case of Baby Ross that took place in 1988 has been extensively 
discussed in the Dutch medical literature. The baby was bom with Down 
syndrome and duodenal atresia. The family decided against an operation to 
repair the atresia; the surgeon respected their wishes, and the baby died. 
Prosecutors brought charges against the surgeon for not intervening. The 
court upheld the physician’s action. Although some may wonder at my 
position, because of my decision to actively end the life of my son, 1 do not 
think failing to provide treatment for Baby Ross was justified. 1 think we 
must be very careful when choosing life or death for an infant and that the 
decision be made according to what is in the child’s best interest and not 
merely our own. It is all too easy to decide a life should be terminated 
because of its inconvenience to others. 1 try to imagine the child as a 
cognitively aware adult and what he might say to me regarding his wishes. 
When the damage is so severe and pervasive as to preclude any real future for 
a child, 1 have to question seriously whether it would be the aim of a merciful 
God to keep such a child alive. 




Chapter Seventeen 



“I Walked Out Into The Kitchen; I Could Not Endure It” 

My husband Julian was fifty-one years old when he was diagnosed with 
small-cell lung cancer. He had radiation therapy, but the tumor continued to 
grow, and we were told that no further medical options were available. 

In remembering the last stages of his illness, I do not think he 
experienced any real suffering except at the very end. He only suffered from 
pain for the last two days of his life. My frustration was that he lost the will 
to live. He had had enough. The pain he experienced, I feel, was from grief 
and sadness. He accepted the disease as it came, up to the moment that he 
decided he did not want to live any more. Then he became very dependent. 
That dependency was very difficult for me. It was as if he became a child. 
He was not himself any longer. I could not leave him for a moment. This 
behavior varied too. When the Hospice nurse came to take care of him, he 
showed more independence than after she left. I was confused by this 
turnabout in his personality and his former strength in facing the disease. 

Friends and relatives did not really experience the way he was at the end 
of his life. They gave him all kinds of advice about eating well so that he 
would be healthy again. But then, I realized that I myself had that same 
feeling for some time, until it became clear to me that there was no way out 
of the situation. But in the beginning there was hope. Later the certainty that 
he was in his last phase of life became stronger and stronger. Johan more or 
less handed himself over to the care of his physician. There was enough done 
to support me. I had all the help I needed. There was a problem with the 
night nurse, though, but it amounted to a small, not a large, problem. So, 
there was not much unbearable suffering, either for him or for me. 

Johan was the first to raise the question of euthanasia. A week before he 
talked to the doctor, he intended to write a request, but that took some time. 
Then my youngest wrote the letter because Johan could not write any more, 
and then we all signed it and handed it over to the doctor. 

After Johan’s first announcement that he wanted euthanasia, he did not 
talk about it spontaneously again. That was it. He just asked for a 
commitment. And then, it Just stuck in his mind. We knew that his mind 
was fixed: that was the way he was. 
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The whole process took less than a week; before that he never talked 
about it. 

Ultimately the euthanasia took place at our home, on Monday, May 7. 
It was a very difficult day for all of us to see someone you love suffer. The 
two physicians discussed the request in the afternoon during their 
consultation visit and agreed after talking to my husband that he remained 
consistent about the wish to die. The decision was made to help him die at 
8 p.m. that night. In the afternoon my family came to say good-bye. My 
children and I supported him and cared for him with much love. At 5 p.m. 
the pastor came and prayed with him. This gave him a lot of solace. He went 
out, trusting the Lord. He said to me: “there will be a day when you will 
follow me.” 

So time went slowly for us, with a lot of pain in our hearts and with 
sorrow, with our eyes fixed on the clock nearing 8 p.m. When the doctor 
came, he asked my husband: “Do you know why I have come? Do you still 
want me to help you?” His answer was: “As soon as possible doctor.” Then 
all of us again very deliberately said good-bye to him. My children were 
standing around the bed while it happened. I myself could not do that. I was 
nowhere. I only heard the word “ouch,” and then it was over. He had no 
more pain. 

Johan was fully conscious when euthanasia was performed. There is no 
doubt about it. I am only sorry for one thing. I feel angry at myself that I did 
not stay with him during that moment. I abandoned him in that I walked 
away. I should have held him close to me. I cannot find peace in myself that 
I walked out to the kitchen, that I could not endure it. It happened and I 
cannot relive that moment. I feel like I betrayed him. Even though my sons 
and their wives were with him at that time. 

The nasty things that happened afterwards, I do not wish to describe. I 
am talking about when the local coroner and the police officers came to my 
home responding to a report of an unnatural death by a treating physician. 
We were talking afterwards, and trying to comfort each other, and then those 
three people came from the Amsterdam Police. Maybe the doctor had told 
us this would happen, but it had not sunk in. For a moment I thought, if I had 
known this would happen, that they would come, I would have stopped him 
from doing euthanasia. That is what I found the worst. Although, I realize 
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that I eould not have stopped him. They eame in and said: “A erime has been 
eommitted here ... we have to write up an indietment” . . . that is the way 
they eame in. We had to sit around for half an hour with these people. They 
even looked at my husband. Imagine! They pulled baek the sheet to see if 
he looked emaeiated enough! 

We had to wait until 2 a.m. before the loeal distriet attorney gave us 
permission to have his body transported to the funeral home. So, we had to 
wait about six hours after my husband’s death before beginning the funeral 
arrangements, and in the midst of grief to have an investigation proeeeding. 

That experienee was really an infringement on what we had just 
experieneed. The poliee were an ugly reminder that this was an illegal 
aetivity. Sinee that time, the doetor tells us that the proeedures have ehanged. 
Now, if all the requirements are followed no eriminal eomplaint is filed and 
the poliee no longer eome to the home, only the eoroner I am told. 

The same day that my husband died I wrote down my thoughts in a letter 
to myself I deseribed the events of that day and our sadness in feeling so 
powerless and unable to do anything to help him. This doeument gives me a 
lot of eonsolation. When I feel sad, I take it out and read it again. It reminds 
me that it was all for the best in the end. 

For my husband, euthanasia was a relief I feel sorry that it had to 
happen, but there was no remorse. My feelings elearly have not ehanged 
sinee that time. In faet, I have made the same deeision for myself I would 
not have done anything differently. 1 would have it exaetly the same. 

I have already written a letter with my wishes. But I do not know the 
legal status of this letter. So, I will further talk about it with my doetor. In 
the event that I ean no longer make deeisions for myself, if I get a eerebral 
hemorrhage, I no longer want to be kept alive by medieation, but want my 
life ended. 

Sinee my husband died, I no longer feel at home in my own house. We 
were married for fifty-four years, and without him it is as if I am a stranger 
here. I really have not found any rest. So, I want to leave and go to another 
plaee. I am looking ahead, and thinking about the future in ease I must be 
institutionalized or put in a nursing eare faeility. I am eoneemed about my 
dog. He will not be able to eome with me and will have to be put to “sleep.” 

I have been invited to go to a senior residenee. But I deeided definitely not 
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to do it. I do not want what happened to my husband to eome baek again 
with my dog. The only startling thing to me was how quiekly my husband 
had died after the medication was administered. I did not expect it to happen 
that quickly and I likened it to putting an animal to “sleep.” I would have 
liked the euthanasia to have happened more slowly. So, I am quite adamant 
in not wanting to participate in this. It is a problem because it is getting more 
difficult for me to walk and get out of the house. That is why I would want 
to go to a more social surrounding, like a nursing home. 




Chapter Eighteen 



“He Was Dead Before He Even Passed Away” 

My husband Bill had a secondary, metastatic carcinoma of the stomach after 
having had it operated on thirty or forty years ago. The prognosis at the time 
of discovery was very poor because he was found to have metastasis in the 
abdominal pelvis. He did not really suffer because the pain medication was 
adequate. So, pain management was never really an issue. He never said he 
was in pain, but one has to take into account that he was the kind of man who 
really did not say much. He kept very much to himself 

In the beginning we did not talk about the disease much. I knew that he 
was thinking all the time, but he kept staring out into space all day. When he 
heard that he could not be cured, he changed. After he was told that he could 
not get better again, he more or less closed up as a person. He would not talk 
about it with me. He worked through it all by himself His personality really 
changed from that of a quiet man to that of a very private man. 

He was a collector of stamps. He told our grandson that there was one 
stamp in a certain book, on a certain page, in a certain spot that had a misprint 
and was very valuable and that our grandson should not overlook it. So, he 
was quite lucid until the end. There was no confusion or depression. This 
was the way he normally was. 

Yet he was always staring. He was in essence by himself, even when I 
would try to get in touch with him by talking, or even by trying physical 
touch. Even then he would not respond. So in fact, he was “dead” before he 
actually passed away. This is my clear feeling. 

I kept up a front around him, but retreated to my bedroom to cry. I felt 
very much rejected by him at the time. Often the family would come in, for 
example our daughter, and try and start a discussion with him, but he did not 
talk with her either. 

Even if I confronted him with a statement like, “So you are going to leave 
me!” he did not respond - he Just looked. He never talked about it. Once 
when I complained about this, he said to me “I love you very much, but I 
cannot act differently.” 

He was like a closed shell, with one exception. One Sunday we did talk, 
I remember, I said: “Bill, you will be leaving me soon.” Then he said: “I 
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have had a most wonderful time with you; you will have to live on these 
memories. Do not move; remain on your own and be independent. Do not 
rely on others, because in the end they will leave you by yourself.” 

About four to five weeks before he died, he had been out of the hospital 
for several weeks, he was in bed and could not get out of it anymore. He saw 
a program on television on euthanasia. This was the very moment he said, 
“That is what I want too.” He talked about it with the social nurse and she 
said to talk about it with the family physician. That is how it happened. 
Until the TV program, he had just never talked about euthanasia. I never 
expected him to talk about it. In the beginning, after his operation many 
years ago, he had an awareness of the end of life. We lived in pieces for 
almost five years, because he had been operated upon and we did not know 
the eventualities. Before discovering the new diagnosis, after so many years 
Bill was in pain again and initially was mis-diagnosed at the hospital, where 
his doctor had sent him for a check up. 

I still do not know why my husband wanted to end his life. I assume he 
saw no further purpose in living. I would not put it past him that one of his 
reflections was to save me from the grueling end of this disease. He once 
said: “You cannot handle this any longer,” but I told him I could. And I did. 

When he made the decision he was still able to shower and eat by 
himself He was a very meticulous person, always clean and anxious to get 
into clean clothes, even throughout his disease. 

He was so anxious to have his life ended that he even thought the social 
nurse would comply with his wishes. But she said, “No, that is a physician’s 
activity.” 

There was no one who disagreed with the decision - quite the contrary. 
The children were present and they still talk about how satisfied they were 
with the way it happened. They think he went away beautifully. When all 
of us get together, we still talk about it, “Uncle William went away 
beautifully.” Sometimes more, sometimes less, in time it gets better, but they 
still miss him. They still appreciate him for his personality. 

Our family consists of a sixty-three year old daughter, a fifty-four year 
old son, and two grandchildren. Our daughter, her husband and children 
were present for the euthanasia, whereas our son’s family chose not to be 
present. 
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I eontinue to believe that the bad news and bad prognosis from that last 
hospitalization might have done him in. If he had not seen the program on 
television, he might never have talked about euthanasia. The day after he 
saw the program he talked about it with the soeial nurse and me. Later, he 
diseussed it with his physician. I cannot help but dwell on the personality 
change he underwent once he received his “death sentence.” 

The night before, he was quite anxious and it was horrible because he 
wanted to drink a lot of water. He became a bit restless - just like he wanted 
to go. I was so worried that I wanted to call somebody, but I did not. I took 
care of it myself This night was the worst time of my life. 

Bill had asked our family physician if he would want to be the one to do 
it. The physician wrote out a general statement declaring the patient’s 
request to have his life ended because of suffering and Bill signed it. 

Bill thought that at the moment he signed the directive the euthanasia 
should take place at that precise moment too. He said, “I want it to happen 
today.” Our physician told him, “You are a human being. After we talk 
about it, and you sign the document, we will not finish you off like an 
animal.” I remember the doctor turned “white” at this. I was startled about 
this too. Our physician and I talked about it with him, and he said it is only 
going to get worse. In other words, for him, it was really best to have it taken 
care of right away. 

Bill and the physician negotiated the time euthanasia would take place. 
Bill did not want to wait and wanted to end his life immediately, on a 
Saturday. Between the day he signed his directive and every day until 
Saturday, the doctor visited our home. Bill did not eat or drink anything 
more, so he was losing a lot of weight. He was emaciated by now. The 
metastatic masses in his abdomen grew almost daily. I could see it grow 
about 1 cm in diameter per day. He felt bad about this disfigurement too. I 
recall being able to lift him because he had become so thin and skinny. 

The day that it took place he really organized it all. He said good-bye to 
everyone and told the children to take good care of me. Before the doctor 
arrived, the social nurse came and cleaned the bed, washed him and put him 
in clean P.J.’s. He even asked the nurse again whether she was the one to end 
his life. At 1:45 he said, “O.K., I’m ready for it.” The family was present. 
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He was folly eonseious at the time. He was laying there quietly and we 
were talking about him. Suddenly, we were startled beeause he asked us not 
to be so loud! He broke the solemnity with that inter] eetion, and everyone 
was laughing. He was a very peculiar but a very special man. He was liked 
by everybody because of his dry sense of humor. 

The physician talked to him and told him he had been a very special 
patient. Bill thanked the doctor as well. Those were his last words. 

I did not want to watch when the doctor administered euthanasia. I 
looked away. The doctor had to give a second injection. I felt detached at 
the time. I could not stand to see his body being taken out after he died. I 
had to go into the bedroom. After that, I said good-bye. They had to put his 
body in a bag and that I could not emotionally accept. 

Later I got a phone call saying that his body was released for burial 
services. 

The police did not make a visit to our house after the event. The visit by 
the coroner went well. I answered all the questions and told him Bill’s entire 
disease history. 

During the period right after his death, I could not accept it as well as I 
can now. Yet, I am still confronted with his loss, especially during the 
summer when we used to do so much together. I feel isolated and alone. 

What I miss most is the intimacy - doing all kinds of things together, 
going around in our car, sleeping together, not sexually, but tucking each 
other in and the sense of being taken care of Now I am alone and I miss him 
very much. I did away with our big bed and bought a smaller one. 

I do not want to burden the children. I do not want to call them every 
day. I was used to doing everything with Bill and driving everywhere 
together. My life has narrowed down. I cannot really communicate my 
feelings about this with my grandchildren. I am able to express myself with 
my daughter who has been very sick with a malignant disease herself and 
seems to be recovering. One of the few times that I could really relate to 
someone was to a man who lost his wife who had died of natural causes. He 
came over one day. I talked about losing my husband in exactly the same 
way he talked about losing his wife. I wonder why it is not possible for me 
to talk about it with my own grandchildren and with my own family when 
they all have shared such a profound experience. 




“He Was Dead Before He Even Passed Away' 



429 



I was very glad it was taken eare of the way it was. In eomparing my 
experienee to the man I talked to, his wife was brought to the hospital during 
the last stages of her life. She had some technical interventions done during 
that hospitalization, such as a bone scan. During her last two days of life she 
was brought to the hospital, but they could not help her. Her husband was 
left with negative feelings about the re-hospitalization. He was sorry it had 
happened. He thought she should have stayed at home and died. 

I was satisfied that Bill came home from the hospital as soon as he could. 
The family, the social nurse, and myself, were all able to take care of him. 
I take comfort in believing I took really good care of him. I remember sitting 
with him for an hour and a half with a cup of tea trying to get it inside him. 
Despite my age, I feel good about holding up and facing it all. I am glad I 
did it and was able to do it. 

Still, I do not really understand my husband’s reasons for choosing 
euthanasia because he simply did not talk about them, except for saying, “My 
life is over.” I somehow had the feeling that Bill did not want me to observe 
or endure the last stages of his disease. I have this feeling to this day, 
although, he never said so directly; it was more a part of how he talked 
indirectly and how he proceeded. 

Before he died he could take a shower by himself with the help of the 
social nurse and he could go to the bathroom himself He was a very clean 
man and had trouble accepting help not to get “soiled.” He did not want to 
be a bother, for example, he hated soiling the sheets on his bed. 

At the funeral, our grandson read a letter that was dictated by Bill before 
he died. In that letter he thanked me for a full life. Also he asked our 
grandson to buy a necklace for me as a physical sign of his love. This was 
very touching for me and the rest of the family, as it was unexpected. The 
necklace was only given to me after he had died. 

I discovered later that he could relate in a special way to the social nurse 
who came to wash him. He even made jokes. Yet, he did not make Jokes 
with me. I know he loved me very much, but he was not able to act 
differently. For some reason, he could not express himself to me about his 
dying. 

It has been months since he passed away already. We were together for 
thirty years. Although we never legally married I always referred to him as 
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“my husband.” I had been married before, and I was fifty-one when my first 
husband died. Bill had never been married before. We often laughed 
together that he was a “free guy.” He was also seven years my junior. Even 
the doetor and his wife joked about Bill dying as a “free guy.” 

I have not eompleted an advanee direetive for myself, but I am going to 
talk about it with my ehildren. The ehildren are satisfied about the way it 
went with their father. Even though I have not said so in writing, I would 
want the same end of life for myself They can do the same to me, because 
Bill did not suffer up until the end - he had adequate pain medication. I feel 
it is very bad for children to see their parents suffer. I am definitely in favor 
of euthanasia. For my husband, the torture really came to an end when 
euthanasia could be offered. It was not a question of my interests coming in 
conflict with his. I could have taken care of him longer, but he wanted his 
life to be ended. Even if there was no physical suffering for him, there was 
mental anguish. So, that is one of my arguments in favor of euthanasia too. 
I want euthanasia not only to be offered but to be legal; there should be a law 
that would take away any opprobrium from the act. 




Chapter Nineteen 



“We Will Have to Make of Life What We Can” 

Four and a half years ago, my wife was taken to the hospital beeause she had 
a small lump on her baek. She had been ill several times before with 
eommon diseases that seemed unrelated. One day before her operation for 
the lump on her baek, they took some x-rays and diseovered a tumor in her 
lungs. When our family visited her that night, she had to tell us that the 
surgery was eaneeled. She had experieneed that the behavior of the nurses 
and doctors had been different toward her, but now she surmised that was 
probably because they knew she had a tumor that was most likely lung 
cancer, and she had not known that yet. 

Two days later she came home because the operation did not take place. 
And just two days later, we returned to the hospital to hear the whole story. 
We learned that the lump on her back was indeed a metastasis from lung 
cancer. It was a very aggressive cancer and had already metastasized. She 
had involvement of her mediastinum, her back, and her head. 

She was forty-eight years old then. She had suffered from several 
diseases during her life. She was a tall woman, born during the war, and was 
a hairdresser. All these factors explained to some extent her recurrent back 
pain. She also had a hernia repair. For the back pain she also saw a 
chiropractor. He was startled because the age of her skeleton was far beyond 
her forty-eight years and also the physical appearance of her vertebrae was 
bad. So the hypothesis was that because she was bom during the war which 
brought tough times, causing nutritional deficits, and being tall and having 
to work as a hairdresser standing all the time, put extra strain on her back. 

Thus, my wife had a history of pain and medical problems for a large part 
of her life, certainly since she was twenty-five years old. Her health 
deteriorated slowly after that. She could only sit in a reclining chair because 
of her back problems, or go out shopping for fifteen minutes before she had 
to take a rest or lie down. Both of us thought a lot about what the future 
would hold in store for us. We expected that, because she had a strong heart 
but was otherwise in poor physical condition, she would eventually be bed- 
ridden for years during her declining years. Vacations especially 
demonstrated this for us, because her limitations became more problematic; 
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we eould not go far without stopping, so we eould not think of going on a 
vaeation very often. All of this made the diagnosis of a inalignant tumor 
emotionally eomplex. We had talked about and planned for her slow deeline, 
and now suddenly the situation ehanged; we had very little time left. 

When the doetors told me that my wife had no more than six months to 
live, I felt conflieting emotions. I felt shoek and pain. And at the same time 
I thought with relief that she would not have to eontinue with all that other 
suffering. I felt intuitively that she might have thought the same way about 
her diagnosis. 

It was also strange that in spite of these eonflieting emotions, she now 
had normal blood pressure. In the past it usually ran high; now it was 
normal. So, I felt in a way that she was spiritually at peaee and aeeepted this 
situation somehow. 

Then she said, very soon, just a day after her diagnosis: “We will have to 
make of life whatever we ean.” 

We were told by a friend about a couple where one of the spouses had 
lung cancer; according to our friend they had been laughing, joking about life 
until their last day together. When he told us this story, we had trouble 
imagining this. But now we could. So, my wife observed that one cannot 
understand such a thing until it happens to you. One can have ideas about it, 
but one really does not know how it feels in your heart. Both of us shared 
that conviction. 

We promised each other that we were gong to use the time well. We had 
all kinds of plans that included the children. We went to our vacation cabin 
out in the countryside for six weeks, and had beautiful weather. We also had 
to call people to inform them. I recall that this task was difficult because our 
relationships with friends had been so good. I found it particularly difficult 
to tell my parents. As I told the story to more distant relatives, it became 
easier. I gained experience in telling bad news. I realized I could not have 
properly prepared myself for that. You just learn to do it when the time 
comes. 

Just as my wife said that we should aim to make the best of the time we 
still had together, we changed our life style. We talked and talked, even for 
many hours during the night. Lots of people came around and these meetings 
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were very pleasant. That was very strange, sinee they almost always knew 
that this might be the last visit. 

One of the most difficult times during our vacation was the time I had 
invited over the immediate family. The moment that they rang the doorbell, 
it was very difficult because I had always been so friendly and open with my 
family. I really wanted to comfort them now because we had always had so 
much fun before. This was such a sad situation that I actually had no words 
for it. It was a brand new and challenging time together. Totally different 
than before. 

We had been at that farm for a week when our family physician called. 
He told us that the academic hospital was interested in seeing my wife 
because they had an experimental treatment that they would be willing to 
provide her to slow down the progression of the disease. At that news, my 
wife became nervous again. After feeling somewhat resolved in accepting 
the bad news in the first place and deciding to make the best of it, she was 
confronted again with hope, and that confused her. 

We went to the Leiden University Oncology Department and had a good 
discussion with the doctors. We were treated very well there. Unfortunately 
one gets one’s hopes up. All and all, she got four courses of treatment after 
deciding to participate in the experimental therapy. The first time she did not 
experience any side effects and they wondered if it had any effect at all. The 
second and third times she did have side effects. The fourth time the adverse 
side effects were so severe that they decided to stop. 

I went with my wife each month to the university hospital. I asked the 
doctors each time, “What can happen this month? What kind of complaints 
can we expect?” I asked these questions because I was afraid about the 
possibility of asphyxia. I knew her pain was being treated, but asphyxia is 
an entirely different story. We knew someone who suffered from lung cancer 
and that made us leery of the possibility of having all that shortness of breath. 
We were painted a picture that convinced us that asphyxia was not likely to 
be part of the process. We were both very relieved to hear that. I really did 
not want to know what could happen further down the road than the coming 
month, what the longer future held in store. If you pay attention to only one 
month at a time, then you can still make schedules and do things together. 
If you think too far ahead, you become paralyzed. 
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My wife’s pain was managed with morphine exeept at the end. Asphyxia 
was our biggest eoneem, as I said. The metastasis went rapidly to her bone. 
One of the x-ray fdms we were shown of my wife’s bones revealed holes 
there. After that, we became concerned about the possibility of breaking her 
brittle bones. 

During one of the meetings at the academic hospital, we asked about 
euthanasia. My wife made clear to all of us that she was not fond of the idea 
of suffering up until the end, when all kinds of pain would confront her. It 
would make her life horrible. This discussion occurred mainly with the 
hospital staff and not with our family physician, since we were living in the 
province of Zeeland and not at home. 

The children were intimately involved in the decision-making process 
because they did not want to see their mother suffer either. They were not 
part of the eventual discussions with our family physician, but they were part 
of the final decision. 

My wife was scheduled to have radiation therapy. What was very 
apparent was that keeping up her good mood would increase her chances to 
live with her cancer. She had a very positive attitude. She enjoyed the 
hospital stay. She even cheered up the other patients. I remember she spent 
time with a child with Down Syndrome who also had cancer. 

At some point we stopped going to the hospital because there were no 
more treatment options. At that time the discussion began with our family 
physician about euthanasia, about his position on it, if he would in fact 
cooperate in it, and about how it is done, his ideas about carrying it out, and 
the consequences. 

These are not the things one decides on the spur-of-the-moment. One 
needs the time to talk about it with loved ones and then to make the decision. 
My wife had very clear ideas about unbearable pain. But we also thought 
about what is unacceptable at one moment may not necessarily be 
unacceptable at another. We felt people can shift their limits about what they 
might call acceptable. One tends to shift limits forward in order to cling to 
life. But there are limits to be sure. The definitive limit for us would be 
when the pain became unbearable in spite of morphine treatment. Then there 
would no longer be any ambiguity. Then there is a wish for a dignified way 
out. Euthanasia would beckon. 
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My wife did not want to be worn out, skinny and emaciated during her 
final phase of life. She did not want that for herself She also did not want 
to bequeath such a state as a final memory for me and her children. I am sure 
that this was one of my wife’s convictions even though we never explicitly 
discussed it. She wanted to die at home. And she wanted to die somewhat 
intact. 

During the whole time she remained very humorous and even playful. 
During the final chemotherapy treatment, when my wife had to wear a wig, 
we were very open and honest about it at the academic hospital. We teased 
her, “So, is it your own hair that looks that way, or a wig?” 

In Zeeland she became bald in just over one day: the whole day her hair 
fell out. In fact, she had been afraid that she would wake up one day and see 
all her hair on her pillow. During the day it happened; it started out being 
itchy in the morning and she pulled out a bunch of hair. She was astonished 
all day as she took out handfuls of her hair af a time. When all of it had fallen 
out, she put suntan lotion on her bald head and then sat out in the sun to get 
a nice tan! 

One of our son’s girlfriends asked her, “May I see how it looks?” and she 
took off her wig, at which point the girlfriend noted, “That is a beautiful bald 
head.” So, it was easy communicating about it; my wife made it easy I guess. 
It was even the case that when our friends came over they would apologize 
for having such a good time, since teasing was such a part of our day-to-day 
survival. Making fun of our situation was actually embarrassing for these 
friends. 

Once our friends were doing magic tricks and for one of the acts they 
would try to make one person “float,” in this case, my wife. Normally they 
placed a white sheet over the person who was going to float, but in this case, 
they said they could not do that (because it would look like a shroud), so they 
used a printed sheet instead. 

My sister said to my wife, “When it is your time to go to heaven would 
you please reserve a good spot for me too?” Two years later, my sister 
herself died from influenza, so I hope she is there with my wife. 

Another thing, my wife also went to an alternative healer, a magnitician. 
They knew each other from way before the time that she was diagnosed. She 
had gone to her for treatment for her back pain. They developed a friendship. 
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a mutual relationship of appreeiation. We asked our family practitioner if 
this person could be present when the time came for euthanasia, he said, “I’ll 
have to talk to her first.” 

When he did finally talk to the clairvoyant healer, our physician 
confronted her about why she had not seen the cancer in her friend. The 
healer was taken back so much by this that as a result, she stopped her 
practice for a long time. I think she felt guilty about it. My explanation for 
this lack of insight is self-protection. If she would have seen the tumor, what 
could she have done? The difficulty was that their relationship was not only 
a professional one but also one between friends. 

For my wife’s last birthday, I invited all our friends to come and visit 
because it would be the last time they could celebrate this occasion. They all 
came. The room was full. It was really cozy and pleasant. But, it was still 
her last birthday. It was very strange to combine the happiness and the 
sadness at once. 

She started to learn to play the organ one half year before getting sick in 
July. She became very professional at it. So that is what she continued doing 
during her sickness. That capacity slowly diminished because she was on 
morphine. Yet, she did continue to practice when she could. 

Even in December, six months later, she asked me to get her some 
Christmas music. Because of the morphine she could not really read the 
notes. She tried but was not very successful. This was just one month before 
she died. 

By the end of December, she started to go downhill. In the beginning of 
her cancer treatment, she ate a lot to build up a reserve. But the consequence 
was that she was getting heavier which exacerbated her back pain. She was 
advised to do exercises to strengthen her back but these were difficult to her. 
How hard it must be to try to work on your back, even when you know that 
you will die from something else soon! These tradeoffs took a toll on her. 

I think it was only during the last three weeks of her life that I noticed the 
turn for the worst. Before this she was veiy optimistic and strong. The final 
three weeks of life, though, my wife’s situation really deteriorated. She lost 
her vitality and her “appetite for life.” She had a lot of pain. As I said, her 
cancer had spread to her bones and this was probably the source of most of 
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her pain those last three weeks. She was being medicated but we tried to find 
a balance between relieving the pain and retaining some mental capacity. 

Near the end, our family physician came to our home two to three times 
a week - sometimes he would sit and talk with us for more than an hour. But 
the moment I called him to inaugurate the euthanasia was an emotional one 
- more emotional than getting married or even having our children. Yet we 
did not doubt the decision for one minute. So, it was not impossibly difficult, 
but instead, powerfully emotional. 

At that time, my wife had not slept for three nights and she was 
exhausted. She could not go on any longer. She had reached the limit we 
had talked about before. She was not short of breath, but her body was 
racked with pain. We had talked beforehand with our family doctor about 
how the euthanasia would be carried out. He had told us that he could not 
obtain injections. Instead she would get a potion to drink. She would fall 
asleep and would die within fifteen minutes. 

The physician arrived for the appointment. He had the medication in four 
doses. She had to drink them quite fast, he had told her. The medication was 
fast-acting. If she did not drink them fast enough, she would not get them 
inside her before falling off to sleep. And then she may not die, but would 
have to start all over again. The family doctor said he did not want to force 
her, but he would have to urge her to drink them fast. She was sitting upright 
in her bed. What is so amazing to me was, quite in keeping with her 
character, after drinking all four doses, she wiped her lips in order to be neat 
and clean! 

There was one of my wife’s good friends present. I am sorry that two 
other close friends were not there. I am sorry they “missed” the event. I am 
certain they would have really appreciated being there, seeing how peacefully 
she died. She passed away within fifteen minutes after taking the medication. 
Just as the doctor predicted. 

We did not invite our other friends so as not to start any rumors, since 
euthanasia was forbidden. As I said our children were included in the plans 
to have euthanasia, although they were not part of the intimate discussions 
with our family physician. My wife proposed that one good friend should be 
present too, because she felt that would be supportive. Because of our 
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caution we really did not think at the time to invite other friends who would 
have been good for us. 

Afterwards I had to live with my grief I had lost a wonderful wife and 
companion. What had happened really helped me confront my grief In the 
beginning, after my wife died, my loss was constantly on my mind. Slowly 
I recovered. Although it was some time before my mind cleared up. 

I have no sense of regret now - 1 am completely satisfied. It went exactly 
the way we wanted - in a dignified way and after saying good-bye. That was 
my wife’s wish. I think that it was not unexpectedly emotional because we 
had been talking about it so much. It proceeded precisely as we had 
expected. Euthanasia really brought peace. She was laying there as if she 
was sleeping in peace. 

I remember she told me: “Do not visit my gravesite until two years after 
I have died because it will be too difficult for you.” Otherwise, she said, “It 
would send you off to death too.” My wife was not afraid to die. She wrote 
the text for her own obituary. She also wrote cards to thank everybody for 
what they did for her before she died. 

Maybe this will help explain our ability to face death so calmly, to have 
talked about it and planned for it. I had a near-death experience when I was 
eighteen years old, when I almost drowned. I experienced a sensation of 
light, colors of pink and purple. And I thought to myself, “Well, I’m sorry 
for my parents, but I am not afraid.” That is the event that comes to mind 
when I think about death and it is a comfort for me when I think about my 
wife’s end too. 




Chapter Twenty 



A Double Life 

Lilian was ill four years before she died at age thirty-six. She began to feel 
siek during a holiday in Morocco. We attributed her symptoms to something 
she ate and expected her to feel better in a day or two. When she was 
actually worse after ten days, we left Morocco for Spain. In Spain her 
symptoms intensified, her stomach became more upset, she was increasingly 
fatigued and nervous. When we arrived home and went to see our private 
doctor, he wrote off her symptoms as “psychological.” 

Her symptoms subsided over the next year and a half to the point that we 
thought Lilian was healthy again and we began thinking of starting a family. 
Our professional lives were well established. Lilian was a very well-known 
director and researcher of children’s theater in Holland. My work as a free- 
lance graphic designer was going better than ever, and we were in a position 
to consider buying a home. Almost as soon as we decided to have a child, 
Lilian became pregnant. In the beginning the pregnancy went very well, and 
we found out we were expecting twins. But after three months there was a 
miscarriage. We tried again, and she became pregnant a second time. The 
pregnancy was terminated when the fetus failed to grow. 

Looking back later, it became apparent that losing the babies was part of 
her illness. But we didn’t know it at the time. The doctor said, “It’s not 
unusual to lose children before having a healthy baby.” We were not 
reassured. We felt something was wrong, but did not know what. Whenever 
Lilian was sick, the doctor passed over her symptoms as hormonal or 
emotional. As time progressed, the problems became more serious. Her 
shortness of breath intensified and she had trouble walking. She would 
become tired after a ten minute walk, when before we used to enjoy long 
fifteen-hour hikes through the mountains. This was a huge difference! 

I tried to convince her to get another medical opinion and more definitive 
testing. She had already undergone many series of tests with doctors at a 
hospital in Amsterdam, but we did not have close relationships with any of 
them. There was always a new doctor and another idea about what should be 
investigated next. Lilian went through all of this ten times and was being 
driven crazy by indecisiveness. Always, the doctors minimized her 
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complaints by either attributing them to psychological causes or associating 
them somehow with her failed pregnancies. 

Lilian had been in poor health for three years when I said to her, as I had 
many times before, “I think you have to accept that you have a real illness 
and we have to find the right doctor who will take care of you.” This time 
she agreed, although starting up more tests and more doctors was almost 
more than she could take. 

That conversation took place on a Sunday. On Monday, as Lilian was 
going to work in the southern part of Holland, she collapsed in the railway 
station. An ambulance was called and the paramedics, seeing the needle 
marks in her arm from the numerous blood draws, presumed that she was a 
heroin addict. At the hospital she was parked on a gurney in a hallway until 
a compassionate off-duty doctor noticed and inquired about her. Rejecting 
the drug abuse conclusion, he checked for a heart attack or a stroke, but both 
were ruled out. He arranged for her to be moved to the hospital’s research 
center. I was notified that afternoon and traveled down imniediately to be 
with her. 

Although the doctors listed a number of things that could be ruled out, 
they said it would take more time to make a diagnosis. Lilian was placed in 
a special room where she could be monitored around the clock. We stayed 
together as much as possible. 

After one week the specialist told us that Lilian was suffering from 
Scleroderma involving her throat, lungs and heart. This is a rare disease. He 
said the disease was already so deep in her body that nothing could be done. 
For the first time, Lilian understood that she had an illness from which there 
was no way out. 

In the midst of this very dark period, through a good friend who works at 
the University of Amsterdam Medical Center (AMC), we were able to 
arrange for Lilian to be brought to that facility. That was the beginning of 
relationships with the care givers at AMC that were to sustain us during the 
terrible times ahead. 

Once Lilian was transferred from the south of the Netherlands to AMC, 
a new treatment regime was started. For two and a half months, her health 
seemed to improve. She required fewer medications and things were going 
smoothly. One of the specialists even suggested we take a respite from the 
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twenty-four hour hospital routine and go on holiday. For the next two 
months Lilian and I enjoyed a special time together in the south of France. 
But, during that period I became aware that she was losing ground. Lilian 
was sinking, and I became resolved to the fact that although there might be 
periods in which she rallied, eventually the disease would claim her. 

I thought back to the time Lilian first became ill. We had talked about the 
quality of life. We saw how a sickness can change a body and a life, and 
what that would mean for us if we were robbed of health without the 
possibility of recovery. We determined that if the things we cherished about 
being human were gone, we would want to end it. For us, it did not make 
sense to continue on with something that had lost its value. After Lilian fell 
on her way to work, we talked about this scenario much more realistically. 
She told me very directly, “When this kind of illness breaks through, I want 
to stop my life.” We both agreed with that decision. 

After our summer holiday in France, she came back to the hospital. In 
one week her situation deteriorated so rapidly that the lung specialist was 
saying he did not give her more than a few days to live. Lilian asked me 
about my discussions with the doctor. I told her, “There are problems and I 
have asked him to tell you about them.” He tried to be gentle, but he could 
not hide the facts: “Lilian, we are thinking in terms of three or four days.” 

Lilian and I made up our minds very quickly. It is interesting how, under 
normal circumstances, making decisions can take months or years; but, from 
that moment I thought that when she died, I wanted to die with her. As for 
Lilian, she began to gather her emotional strength, and even shape events in 
response to her own needs. If a person dies in an accident they have no time 
to influence the course of what happens. However, when there is a fatal 
illness, as I discovered with Lilian, the person does have the power to change 
the situation. For Lilian, euthanasia became a part of reclaiming her life. It 
empowered her in an important way. 

Surprisingly, within a short time her physical condition began to improve. 
The immediate danger passed and in the wake of that crisis her doctors even 
began to talk about the possibility of a lung transplant. They had information 
that some patients in the United States, whose situations were worse than 
Lilian’s, had undergone successful transplants and lived ten more years. We 
began allowing ourselves to hope that perhaps with a lung transplant, Lilian’s 
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life, too, eould be extended. At the same time, we were realistic. We talked 
about the best possible scenario in which we would have a much longer time 
together, but we also talked about the other path that we might be forced to 
take very soon. It was a conversation we had many times. 

After that hospital period Lilian came home. I was her nurse and took 
care of her every day, as I had done in the hospital. In the ten years we had 
been together we had always been close, but her illness brought us even 
closer. We did not even need words between us. I think what patients in 
Lilian’s kind of situation need more than anything is to have people they love 
close to them. That is not to say we were without irritations. For much of 
her illness, the doctors were blaming her problems on female hormones. I 
would reject that explanation. Lilian would disagree with me, and I would 
retort, “Well, if it’s true, try to be better.” We had those kinds of 
conversations, of course, but they lasted no longer than an few minutes. 
Actually, I think we knew almost instinctively from the beginning what 
would eventually happen. 

When we got home from the hospital, she would go out for short 
intervals. However, most of this time Lilian was in bed. When I went to 
London for four days, some of her women friends came to our house and 
took over my tasks. When I returned I could see she was much worse. I 
became alarmed very late one right and called Dr. P, her personal physician 
and the specialist to whom she was especially close. He had given us his 
private number. I could see that her veins and arteries were thickening and 
becoming extended. I asked him what was happening. He understood how 
frightened I was and told me ways I could make her more comfortable. He 
gave us the choice of either going to the hospital that night, or meeting him 
there the next morning. We decided to wait. In the morning as we drove to 
the hospital, I think we both knew it was for the last time. 

It was mid-December. I went every day to the hospital, in the morning, 
afternoon, and often at night. After one week I began staying all day. Not 
long after, I started sleeping there too. I became almost an auxiliary care 
giver in that I assisted the medical team in any way that was needed. Her 
sister and I worked out a schedule to make Lilian as comfortable as possible. 
We took alternative shifts, one day on and one day off 
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Our onee-bright hopes about a possible transplant began to fade. 
Teehnieal and logistieal problems, as well as Lilian’s own dire medieal 
situation, gave us serious doubts as to whether this would be a solution for 
her. We kept our misgivings to ourselves. We had learned that the various 
speeialists seemed most attentive as long as a transplant was being 
eonsidered. To retain that benefit, it seemed politie to keep that avenue open 
as long as possible. 

Dr. P understood this situation. Our professional relationship had 
developed into a friendship. We read the same books, visited the same 
museums, and shared many mutual interests. “We were on the same page,” 
as they say. He knew how mueh Lilian wanted to live. However, beeause we 
had total eommunieation, he also knew that after all the researeh and 
investigation regarding transplantation, we did not believe it was a viable 
option for her. We had reaehed a point of no return. 

Early on, after we first learned about the reality of her situation, we 
developed the voeabulary to talk about euthanasia. We were able to share all 
our thoughts and feelings. One of the most interesting manifestations was 
that we shared our dreams with eaeh other. In a way, her dreams followed 
the history of art and gave us a very speeial experienee. Initially, when she 
first knew she was going to die she had terrifying dreams. She dreamed of 
many different kinds of death, or being lost, or losing me. These frightening 
experienees gave way to dreams about a heaven filled with elouds and angels 
and eherubs - like a Renaissanee painting. Slowly over the weeks, the 
realistie pietures went away, to be replaeed by eolors and shapes that formed 
beautiful abstraet designs. During this period, Lilian often said she did not 
know what would happen after death. However, she had beeome eonvineed 
that, eontrary to her Catholie upbringing, there would be no God waiting to 
weleome her to paradise. As death approaehed, she tried to completely 
accept her childhood faith. She waited in vain to receive some message or 
sign of reassurance; but found only emptiness and silence. Yet over the 
weeks, Lilian’s fears gave way to contentment with her abstract dreams. 

Lilian wanted to be proud of her life. Because the illness had taken 
charge of her body, she wanted to be in control of her decisions. For her, 
euthanasia presented the possibility to triumph over her illness, rather than 
the illness winning over her. She wanted to make a plan for her death; and 
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that plan included the time to die of her choosing, and having the people she 
loved nearby while she was still able to talk with them. It also included plans 
for her funeral and exactly where her gravesite would be located. With the 
help of one of her girlfriends, I selected a spot and described it to her in great 
detail. Since Lilian’s area was drama, it did not surprise me that Lilian 
wanted to set everything up almost like a play. 

I saw how details are important to patients in Lilian’s situation because 
it gives them something to think about. They are able to control some aspects 
of a situation that in other ways is wildly out of control. Sometimes, during 
our conversations about how she wanted everything done, her sense of theater 
carried her beyond reasonable boundaries. I would have to tell her that what 
she wanted was simply impossible. We would then joke about it together. 

Her schedule of treatments continued, every week, every day, every hour. 
Efforts were made to gain control over her heart, lung, and blood functions. 
Lilian and I read all the reports as they came in. We saw downward curves 
and the spiraling red lines that told us there was no way back. 

Lilian was so incredibly tired. Over nine months, she had changed 
drastically. From a beautiful young woman, she had become gray-haired and 
shrunken. She no longer had control over her bodily functions. I bathed her 
every day, so her physical deterioration was painfully apparent to me. 

As her lungs continued to fail, each day I had to increase her oxygen 
pressure a little bit more. On New Year’s eve, Lilian and I talked about 
autonomy, a matter of extreme importance to her. She said, “Let’s write a 
letter stating that I want to die now, and we’ll both sign it.” The doctors were 
searching for any way to stretch out her life a little bit longer, but Lilian said, 
“Please, let’s do it right now. I don’t see any changes in my situation and 
neither do you.” I could not disagree with her. 

We began to plan when the euthanasia would take place. I remember one 
Tuesday morning in January we settled on the following week. Dr. P said 
that was a possibility. He thought he could be ready by Friday of the next 
week. We said, “O.K.” We continued to talk about it every hour, but by the 
next day Lilian was saying she didn’t want to wait that long. She wanted the 
appointment moved up to Monday. I called Dr. P, and he came the next day 
to discuss it with us. Although Lilian was adamant that she wanted to die 
earlier. Dr. P told us there were preparations that had to be arranged. 
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documents to be signed and special request forms to be fdled in. Lillian was 
pushing for sooner; he was protesting the need for more time. By Friday, a 
coinpromise had been struck for the following Tuesday. This put a lot of 
pressure on the hospital to have everything in order, but I think for us it was 
necessary. 

I did not tell Lilian’s parents about her decision until the very end because 
they had great difficulty in coping with her situation. They came twice a 
week to see her - not to help with nursing her, but to sit and talk about her 
life. They talked about what kind of a human being she had been before, and 
how she made her decisions when she was still a child. They discovered that 
the way she viewed her present condition was exactly the way she had always 
tackled problems. Tier body had changed, but her mind had not. For 
example, when Lilian first talked about euthanasia, some of the doctors said 
that her illness had affected her judgment. But it became clear that our 
thinking was totally clear, and that Lilian wanted to chose her death was 
entirely typical of her character. 

Over the next few days, Lilian said her good-byes. She wanted to keep 
her last day as normal as possible and without tears. We continued with our 
daily routine. It is interesting how when a person knows life is ending, he or 
she begin thinking in a new way. Thoughts turn to concrete practical matters. 
Lillian had developed a schedule that helped lend a personal structure to her 
life beyond the one imposed by the hospital routine. This schedule had been 
a source of comfort - a small piece of ordinary life. We started each morning 
at 6:45 a.m. I helped her do a little exercise. I assisted her in the bathroom 
and shower, and then I dressed her. We never stopped sharing our thoughts. 
During our private talks each morning, I would ask how she felt about dying. 

I am sure of one thing - she was not afraid. 

The last night Lilian and I slept very well. She even remarked, “I think 
we slept better than the others.” We fell asleep almost immediately, and we 
woke up two hours earlier than usual. We talked about the day that was 
starting. The weather promised to be sunny. That last morning we kept to 
our schedule, even down to taking her weight. We did not need to do that 
anymore, of course, but she wanted it that way, because it was part of her 
feeling empowered. 
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Lilian’s parents arrived about half an hour late. Lilian had already had 
some private time with them the day before. This was in keeping with her 
wish that there would not be a lot of talk in the last hours. 

Everyone was very relaxed. They knew that there would be no change 
in her decision. Before the medications began, Lilian had prepared some 
special words for Dr. P. She told him how grateful she was for his care over 
the year. Later, I learned that when he was called upon to discuss Lilian’s 
case with the medical students affdiated with the hospital, it was very 
difficult for him to do it. He felt her death very deeply. 

Lilian started the process by saying to Dr. P, “O.K. let’s go!” At her 
direction he opened the first shunt. The effects of the medication were very 
slow. Lilian drank a little bit and talked with her parents and her sister. Dr. 
P had stepped out of the room for a minute, and she asked that he come back. 

I talked with her about the things I had promised to her after her death. We 
were all comfortable with the way things were going, except for the younger 
doctors who were very nervous. 

We had made an arrangement with her parents, sister, and some of the 
health team that they would leave the room once Lilian fell asleep. Dr. P, a 
nurse, another hospital representative, and I stayed with her. I continued to 
talk with her, and I knew she could hear me because she gave me signs. I 
could see her heart beating slower and slower. I had been told that some 
patients die as soon as they drop into a coma. Lilian did not, and I worried 
that her death was taking too long. I told Dr. P, “Let’s open the last bottle.” 
He asked, “Are you sure?” 1 said, “Yes,” and he told me, if I was ready. I 
could open the final shunt. It had been part of Lilian’s plan that I should be 
the one to do it. However, when the moment came, I would have had to shift 
position in the way I was holding her and I did not want to disturb her. I told 
Dr. P that Lilian and I trusted him completely and asked him to do it for me. 
As I did, Lilian sent me a familiar signal. Often in our lives, as a kind of 
secret communication, we touched finger tips - so lightly, it was more like 
electricity passing between us than a physical contact. When I told Dr. P to 
open the last bottle, I could feel her signal me. I knew she was saying “Yes, 
go on!” 

He opened the shunt, and as the poison pumped into her veins, I could 
feel the tension drain from her body. In no more than five minutes it was 




A Double Life 



447 



over. Shortly after she died, one of the doctors told me, “She did well.” He 
had just received a laboratory test that indicated that, in addition to 
everything else, there was a very fast-growing, painful cancer developing. 
That was one monster Lilian was able to escape. 

After she died, I took her body back with me to our home. In today’s 
world it is customary for the body to go to a morgue, funeral home, and then 
to the grave. I wanted to take her with me, the way people did long ago. It 
was the only thing I could do. Lilian had made a list of people and I invited 
them to come and say good-bye. Some came, but did not stay long. Bringing 
her body into our home was deeply disturbing to them. Afterwards, I never 
saw them again - only at the funeral. During those few days before she was 
buried, I slept in the same room with her and I took care of her for the last 
time. 

Six hundred people attended Lilian’s funeral - family, friends, all the 
specialists who cared for her, nurses and staff from the hospital, as well as 
professional colleagues. Lilian touched so many lives. Only two weeks ago 
I met one of Lilian’s nurses on the street. She was the nurse who stayed with 
her during her last moments. She told me a year and a half later, many 
people in the hospital still think back to Lilian, even in a hospital where so 
many people were dying. Lilian was special! 

After the funeral there was a big shift in my friendships. In a divorce 
people lose fifty percent of their friends, because half go with the other 
spouse. However, after Lilian’s death I think I lost eighty percent. Most 
people cannot accept death into their lives; and many of our friends could not 
accept the very private way in which Lilian chose to die. They did not 
understand how someone, even as ill as she was, would prefer to be alone 
with only a few close people around. When I was not in the hospital, I spent 
much of my time doing public relations errands for Lilian, trying to explain 
how she felt. Some people said, “We cannot accept that you are the only one 
to be with her.” I tried to explain that she wanted to stay in their lives as she 
once was and not as she had become. I begged them to let her make this 
choice for herself; but they created a big fuss about being left out that we 
were never able to resolve. 

So much changed for me after Lilian died. I lost friends, but I also gained 
in understanding. I can never think the same way again. In our modem 
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culture we think primarily about life, and relegate thoughts of death to special 
circumstances. During the last stages of Lilian’s life, I lived with death. It 
became familiar in all its aspects. Now I live in death. I know all about 
death, and it is part of every day. 

My father died when I was a very young boy after a long illness. When 
we knew Lilian’s situation, those same feelings of impending loss came over 
me again. My world was shattering and I was afraid. My reaction in the first 
hours after each of them died was the same - numbing shock. Rut now 
Lilian’s death is a part of me in a very intimate way, and I am not afraid 
anymore. 

In the beginning, it was as if I were looking through two panes of glass. 
One pane with Lilian’s image was superimposed over the second pane 
through which I viewed the world. During the first months after her death 
Lilian was always in front of my eyes and I relived her dying over and over. 
Slowly those images went away, but the feeling of death in the midst of life 
remains. 

Now, a year and a half later after Lilian’s death, I reel I am leading a 
double life. On one side, my life is going very well. I am healthy, I started 
teaching again and I’ve gone back to doing my design work. Yesterday, I 
sold the house where we lived together. I even have a new relationship with 
a very sympathetic woman who is helping me to start a new life. I never 
knew how deeply it is possible to miss someone; thirty or fifty percent of my 
thinking everyday is about her and her long dying. I remember how we were 
together. I do take some comfort in having been able to go through that 
experience with her. However, now when I look back, there are many 
moments when I wonder, “Could I have done more?” 
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“You Will Do Well With The Children” 

My husband was just thirty-seven years old six years ago when he died. He 
had leukemia. For me, when I talk about his disease, I am somehow still with 
him. A part of me died with him too and it does not get easier over time. His 
part of me is not here right now. But, I do feel better now. 

When we heard that he needed a bone marrow transplant, we had to make 
a decision about it. He came home from the hospital for a couple of days 
because psychologically it was very difficult. We talked about his impending 
dying at that time. He wrote a letter to me and to the children to be given to 
us after he died. We never talked about the letter at that time because we still 
did not believe he would die. He had a transplant at the hospital, which they 
said was successful. So, he came home right after that. We both hoped he 
would recover completely, of course. 

After the transplantation all the tests came back O.K. So, the specialist, 
the oncologist, was very surprised, as we were, when the cancer cells 
returned. I know how badly he felt about all that my husband and I had 
already endured. He came to the house the day my husband died, although 
he had not been part of the euthanasia decision. 

Our family physician came to visit my husband in the hospital. They did 
not tell us how long he had to stay in the hospital. I do remember they asked 
us both to sign some papers. My husband then asked the physician if he 
could come home for a couple of days. Once the cancer relapsed, I urged my 
husband and then we both told the doctors we wanted to try some other 
treatment. The physicians said they could not. We discussed euthanasia 
then, after we heard the bone marrow transplant had failed and after my 
husband asked if there were any more treatments available. He was a fighter. 

If he would not have chosen euthanasia, I think his final hours would 
have been spent in despair. He had been fighting for months and months. 
Then he heard the bad cells returned. At that news, he was desolate. A few 
hours later, he asked, “I want to fight - I want to be with you and the children 
as long as possible.” That was his decision. That was so important for me and 
for him. Remember we were both still so young! 
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For my husband, it was very important to make decisions. When you 
have leukemia, you cannot decide anything for yourself - your body makes 
all the decisions even against your own will. It could decide to get better or 
to have a recurrence of the disease. 

My husband had learned to live with losing some of his independence. 
From the moment his spleen was taken out, he felt that he had become 
dependent on others. 

The end was terrible. There was a lot of pain. His breathing was difficult 
for days and days. Then one day he asked our family physician to get the 
necessary medications for euthanasia. 

My husband wanted to die at home, in his own bed. He took enough time 
to say good-bye to everyone. But the last week was quiet in the house with 
just me and the kids. Our surroundings were narrowed down. It seemed he 
would have only lasted a few hours more if he had not received euthanasia. 
He had a very aggressive form of leukemia. He was a very healthy man 
before this. Yet now his body was burned out like he was on too much 
chemotherapy. He had skin irritations, his abdomen was enlarged, and he 
could not walk any more. He had to stay in bed. 

His work had required that he travel the world. Moments before lie died, 
he said, “My biggest wish now is to travel from Delft to Rotterdam by train.” 
It was terrible for a man who traveled the world to now be confined to bed in 
this way. 

I was not surprised when he asked for euthanasia. Earlier my husband 
talked about euthanasia with our doctor. But after that we did not talk about 
euthanasia, only that he was going to have to die. 

Sunday he was so tired he could not move anymore. He had to go to the 
bathroom, but he could not get to the toilet. He was too proud to have bowel 
movements in bed. So, I had to carry him there and that was difficult. He 
needed so much energy just to breathe. It was real work, and it tired him 
immensely. 

Earlier he had said, “I want to have my life ended one day at 1:30 in the 
afternoon while the children are at school.” Despite this plan, on Sunday, he 
was in so much pain he almost wanted the medication then. In retrospect it 
was good that he did not have euthanasia that day so he could take time to 
say good-bye. 
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We did not tell the children. This is still a big problem for me. Only one 
sister in my family knew about it. 

On Monday morning, the children were ready to go to school. My oldest 
child was twelve then and she rode her bicycle to school. Our doctor took his 
bicycle and rode along with her to school that morning. He told her that her 
daddy was going to die that day. Still today what she remembers over and 
over is how the doctor told her that her father was going to die that day by 
himself Six years later this is still a problem for all of us. That morning the 
doctor was back at 9 a.m. Two of our best friends were there. My husband 
and I talked. I kept saying that I wished I were in his shoes, too. Oh, how I 
suffered with him! He said to me, “What you can still do with the children 
I could no longer do.” In the very last moments with my husband he said to 
me, “I think you will be great with the kids. I also think you can help other 
people with what we experienced in the hospital.” 

Then I remember the physician asked my husband, “Do you know what 
is going to happen?” He said he did. My husband was awake and alert when 
euthanasia took place. I would not have allowed it any other way. 

I do not know what our family doctor did in terms of reporting the 
euthanasia. I did not ask about that. But, I did want to know his feelings 
about performing the euthanasia. I asked him about those later. He said he 
had a very bad night. He said he talked to another family doctor who had 
also performed euthanasia about how that doctor had felt about it. At least 
he had someone to talk it over with. That was good. 

I was disturbed when the funeral director came. I wanted to handle my 
feelings and be with my husband and to think about making arrangements. 
After all the planning, these distractions surprised me. The time bore down 
on me for days and days. 1 had a terrible pain in my body, as if I, too, were 
going to die. 

About the euthanasia, I had regrets for maybe half a minute, but not after 
that. I would not have done anything differently. 

My husband and I shared a lot together throughout our marriage. We had 
so much time together too, when he was in the hospital, and we shared 
everything with the children. Yet, after his death, they did not speak about 
him for years. We were really a family in the hospital. That feeling of 
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community afterwards was not there any more. After some years, I learned 
to accept that loss. 

As you can readily imagine, with everything that happened to both of us, 
things were difficult. I rememher when my husband was in the hospital, 
sometimes 1 did not have much energy. I was taking care of the kids, and 
going to the hospital. One time he was in the hospital room and the kids were 
in the waiting room, and 1 just fainted in the hallway. I felt I could not go to 
the right and I could not go to the left. I could have used some support then. 

I had to choose to care for my husband because I could not be everything 
to him and the kids at the same time. From that moment on, we got a 
psychiatrist to help work through this terrible dilemma. I still feel guilty 
about having to choose between my husband and my children when he was 
in the hospital. I had to choose him because I could not leave him alone. I 
felt ambivalent. My children are now fifteen and nineteen. 

It was very difficult the first year after his death because you yourself 
need a lot of attention. 1 was feeling sick all the time and I would go to see 
our family doctor. I think 1 did that a lot for the connection he provided with 
my husband. Yes! For years now, on the anniversary of the day my husband 
died, I go see my family doctor. He is the last person between me and my 
husband. 

I have talked about the fact that 1 wanted to tell my children that their 
father died from euthanasia, but 1 do not know how. So, my doctor suggested 
that I write my daughter a letter. 1 have talked to my family doctor about my 
children many times. He believes that I have suffered and been hurt a lot 
because of this experience. He believes they have been hurt also by what 
they have seen of their father’s disease and what he had to go through, too. 
Eventually what I have done is to write a book about my husband; it is about 
our story. 

It was difficult for me to talk about it in the beginning, although strangely 
I did not feel the need to share it with other people. I knew I had to protect 
my family doctor. I knew that other people were not allowed to know 
because there was even a nurse visiting the house - and we did not plan it 
with her. Nurses are not allowed to perform euthanasia. We only talked 
about it an hour before he died. 1 still have not told his parents how he died. 

About the problem of speaking about euthanasia with children - for 
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several years I tried to talk about his death with them. I would say, “Hey, it 
is Dad’s birthday. I will bake a cake and try to have a little party.” But they 
would not participate, only I did. I tried to tell them about the euthanasia 
years ago. It is true you can say to somebody else’s children, “OK., let’s sit 
down and talk about something.” With your own children it is just different, 
I guess. 

So I have my book and I also have movies of my husband with the 
children and me. I ask them if they want to read my book or watch the 
movies. Their response has always been that it is still too soon to read about 
all that; maybe later. I cannot force them. To do that I think would make it 
worse. The children are still scared about his death. 

Strangely, they are very adaptive and open in other areas. It is Just 
difficult to talk about their daddy and his death. For years, they were afraid 
of our family physician. They would not go to him. At first when I was 
depressed after my husband’s death, maybe they were afraid to lose me too. 

It is important to me that my oldest knows the truth because I feel like I 
did not tell her the truth. I feel guilty about it. Once on TV there was a 
person dying so terribly, and she commented that her dad did not die that 
way. “He was not in pain, was he mommy?” she asked. “He died in peace, 
didn’t he?” she asked. 

My oldest child is rather depressed. My younger daughter is totally 
different. She is always cheerful. So I do not feel the need to tell her as 
much as with my oldest child. 

Maybe it would be better if the children knew how I feel that it has been 
such a difficult topic to discuss. They did see all the struggling over the 
months. I think we hid it from them too, to protect them. But they were 
young then. Perhaps it would be better for them to know that in the end, he 
did have something to say about his life and how it would end, that lie did 
have some minute control over his dying. 

As I have said, I do not feel the need to talk to a lot of people about it, but 
I have a few good friends that I have discussed it with. If I knew I had 
cancer, I would talk about what I would want when I was dying, especially 
if anything happened to me so that I could not tell my wishes at the time. I 
do not know if euthanasia would have been easier if it were legalized because 
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for me, there were no complications with my husband’s situation. However, 

I do not know if there are many physicians who will agree to do it. 

I do think that the law should have strict rules. But the moment itself 
should be a private one. There should not be involvement of the law when 
euthanasia takes place. That is too much. It is so personal. It would be 
different, too, if the doctor who administered euthanasia was not our family 
physician. It would be totally different. He was there from the start. I would 
not like it at all if I had to ask someone from the law or a total stranger to 
come and do it. That would be much more difficult; perhaps impossible. 

I just talked to a friend about it this very way. If you are a parent, you 
remember the arms of the doctor who handed you your baby. That is an 
image that stays in your mind. Similarly, our family doctor, the one who 
administered euthanasia to my husband, will remain very important to me 
because of that moment of deliverance. He is my doctor too, so I can go back 
to him. If he were a stranger, where would I be? Every year I have a kind of 
depression around the month my husband died. I go to see my family doctor, 
we talk about it, and I feel better. I hope he stays in practice here for fifty 
more years! 

I decided I wanted to gain something positive out of this experience - for 
me and for other people. So what I have done is to take up studying 
psychology. I hope that my experience someday can help other people with 
this experience. If there is anything that I can share about my experience with 
euthanasia that will help other people, I will use it. My studies help keep my 
going too. The first year after my husband died I did not do anything. I was 
Just getting more and more depressed. 

Experiencing euthanasia with my husband has changed my life and my 
direction. I have chosen my area of study because of it. My husband’s 
words, as he was dying, provide my motivation. What I saw in the hospital 
was not only sick people suffering, but also the spouses and families. They 
suffer as much. Without good friends or without good surroundings it can be 
Just terrible. Those are the people I want to help now. 




Chapter Twenty-Two 



“As Soon As Possible Please” 

Six years ago my father learned that he had cancer of the prostate. He was 
operated on, and he followed up on several options for reducing the cancer 
and prolonging his life. Two years ago he ran out of options. But I think the 
decision not to prolong his life at all costs, but to die with dignity and 
humanely, was made a much longer time than two years ago, maybe even 
fifteen years ago when he decided he would want to be cremated. Back then 
was when he consciously thought about a time when “enough was enough.” 

But we did not learn of these convictions until shortly before he died. He 
had filled out a written request for euthanasia. He only told us of this 
fourteen days before he died. We were startled! We said that he was going 
way too fast for us. We were not ready yet to assent to his request for 
euthanasia. 

We were totally shocked at the time! My father was in his seventies. I 
ani forty years old. My sister and I both have spouses and children. Between 
the two of us, we have five children in their teens and early twenties. Clearly 
we had never thought about euthanasia until my father brought it up, although 
we had heard it discussed in the abstract. With the children and all, we were 
so busy about life, not death! 

We had to face his suffering during those last fourteen days. My father 
made it very clear to us that he was in pain. That was clear. Worse yet was 
the fact that there was no hope of recovery. He knew he could take more 
pain-killers, but was always reluctant to do it, since it influenced his thinking. 
He hated getting confused or “drugged.” 

Of course, we resisted the very idea of euthanasia at first. We wanted our 
father to go on living, and he, on the other hand, was finished with all that 
suffering. We even tried to divert his attention away from euthanasia by 
redirecting him to different things and events. In doing this, I do not think 
we were motivated by any moral convictions against euthanasia so much as 
our own somewhat selfish feeling that we did not want to be without him. 
We simply did not want to let him go. We secretly hoped he would recant his 
decision. 
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He was the last of his generation for us. My mother died fourteen years 
ago (there’s that number fourteen again). My father had a lady-friend who 
visited him all day. They did not live together, though. She went home 
every night. 

During the final fourteen days of his life, my father was never alone. 
Two weeks before he died, the whole family met with the family physician. 
That is when we learned about his directive for euthanasia. It was the 
purpose of the meeting, as it turned out. That is when he made it clear to us 
how much he wanted to die and we had to face up to this decision of his. 
Mostly we focused on his feelings of loneliness that he talked about at that 
meeting. We decided as a family to have someone present with him at all 
times in his apartment, except for night-time. Then we would go home to 
sleep. 

We spent time with my father during the day, watching TV, talking about 
the past, browsing through photo albums, swapping stories about our youth. 
He had a stack of photo albums, and a coin collection, that he took care of 
meticulously. He was always so fond of history and documentaries. I think 
that also contributed to how hard it was for us to face his impending death - 
he was so alert. We just lost my wife’s father a couple of weeks ago and near 
the end, he was not as alert. 

By contrast, my father was sharp to the end. Now I see that he was 
rounding off his life; he looked for all the good things in his life as an 
insurance salesman. He was very deft at this kind of historical summing-up. 
At the time we still did not beheve that he was, in fact, saying good-bye. He 
was much more conscious that the end was near than we were. Or were we 
Just denying it? I do not know. 

But after a week of this intense time together, we began to have the 
feeling that, if my father wanted his death so badly, and there were no other 
options for him, then we had better start to accept his decision. Still we also 
discovered his need for us to be with him more and more. Since he was 
always such a strong and independent man, this need made us face up to the 
fact that he was, indeed, dying. That helped us support his decision, too. By 
then, it became easier to talk about his death. In fact, our experience with my 
father made it so much easier to talk about death with my father-in-law 
before he passed away recently. 
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The position of the family doctor in all of this is important. One needs 
to trust in a doctor. If the physician is cold and distant, it would not be 
possible to accept the fact of euthanasia I think. It would seem too remote 
and uncaring. My father trusted his physician, however, and thus we did 
also. His physician explained to us all the steps that needed to be taken, since 
we had no previous experience of course. The doctor explained all the 
possible methods used to end a life, and the procedures that would occur with 
respect to the law. We asked him, I remember, if reporting this euthanasia 
would damage his position or his reputation. We were very concerned about 
his own jeopardy, but he convinced us that he followed the present rules set 
up by the authorities so that his risk was minimi z ed. 

Well, the options for ending my father’s life were simple, either by taking 
a potion or by having an injection. My father’s choice was clear. He wanted 
an injection because he wanted to end his life “as soon as possible, please.” 
Those were his very words. 

The night of the euthanasia, we made an appointment with the physician 
for eight o’clock. We were in the living room talking with one another 
before the physician came. In the bedroom, my father became very irritated 
because the physician was not there yet, and after all, “eight o’clock is eight 
o’clock!” We said good-bye, the children and spouses, and then he almost 
sent us all out of the room to have it over with. 

Now this appointment had been made the day before, on a Sunday, about 
a week after our last meeting with the physician. Sunday we had to confront 
our feelings about euthanasia again. At that meeting, my father reiterated the 
firmness of his convictions, and he asked us Just to accept this. So we did. 
I stayed with him all that last night, then. It was a rather short night. We 
both woke up early Monday morning. I was staying in one bedroom and my 
father, in his own room. We did not talk during the night, even though we 
were both awake most of the night, privately encased in our own thoughts. 
My father did not seem to be afraid at any time. My wife stayed that night 
with her sister-in-law, nearby. 

At ten o’clock Monday morning, we all met, including my father’s lady- 
friend. During the day, we Just did “normal” things, chatting, buying some 
groceries, drinking coffee, and preparing meals. My father laid in bed all 
day. We took turns going in to visit with him. My sister and I washed him 




458 



Asking to Die 



in bed, and made him comfortable. That was, I remember, the first day he 
stayed in bed all day long and did not get up. 

Once again, we talked about events in the past, vacations, stories about 
him and my mother. I recall now that these last two weeks our contact with 
one another was on a much more intense level than ever before. He accepted 
what I talked about with him. There was an incredible bond. My father was 
never a really difficult man, but he was always a bit conceited. He had a 
strong personality and he did not always listen well to other people. It was 
not always easy to talk with him before. During his last days, though, there 
was an understanding between us better than ever before. . . it was a special 
gift. I am also strong-minded, and we had not always seen eye-to-eye. Often 
to his surprise and even dismay, I had gone off in my own direction. To give 
you an example of how independent he was, though, my father never would 
have asked me what I thought about his decision for euthanasia, as my father- 
in-law did before his decline. 

During those last two weeks, my father and I would talk in his bedroom, 
in the dark, with the curtains closed, and really communicate more than ever 
before. We could not even see each other’s faces. This was new for me, and 
it was a good feeling, a very good feeling. 

We exchanged stories, mostly his. I remember one story about a bike that 
he had for a long time, another about a trip to Belgium, another about 
Luxembourg, still another about his love of sports, very simple things. He 
told more about my mother, some old stories, but also some new ones that I 
had never heard before. I cherished these times. 

My wife, my sister, her husband, and I, once having accepted it, never 
second-guessed my father’s decision for euthanasia, not at the actual moment 
it occurred, and not afterward. I guess we just accepted it finally. We have 
always said afterwards that it was a good decision. We might have said that 
we did not agree with it, but then that would have been egotistical. It was his 
choice. Perhaps our eventual acceptance was influenced by my father’s lady- 
friend, who had been through an identical episode with her own husband’s 
death from prostate cancer. She took care of my father and she had reached 
the conclusion that he had suffered enough also. My father, as I said, was 
always a strong, independent man, and he could not bear being so dependent 
and in need of daily assistance and care. 
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So the doctor came that Monday night about quarter after eight, and I 
realized that I had to attend for the last time to my father. The physician 
suggested that we say good-bye, and each of us did so. It was a short ritual, 
but important. My father wanted it short. Our children were not there. We 
only told them recently that their grandfather died through euthanasia. By 
her own choice, my father’s lady-friend stayed in the living room, but we, the 
children and spouses, stood around the bed. 

Then the physician asked my father again if he wanted to continue with 
the euthanasia. His answer was very short, almost curt, at the very limit of 
politeness: “as soon as possible.” About five seconds later, he said: “I am 
still here.” That was so much in character, and so unexpected too, that we 
laughed nervously at this sad moment. We held his hands and then he died 
within a minute. 

We cried, but we also congratulated one another! We assured each other 
that this was what he wanted. We turned around and thanked the family 
physician, and then consoled one another, just as if it were a normal death. 
We constantly said that this was good, to die this way. How my father 
looked underscored this feeling of peace. He laid there, looking relaxed at 
last, almost with a satisfied look on his face. 

My father’s lady-friend was not present in the bedroom during all of this, 
as I mentioned. She is opposed to euthanasia for religious reasons. She 
would never request it for herself, but as his friend she accepted my father’s 
wishes to end his life this way. 

I want euthanasia as an option, as does my wife. If I fall ill, and the 
course of my terminal disease goes like my father’s and father-in-law’s, then 
I can foresee a moment that I will choose to have euthanasia. This does not 
mean that it is simple. There will always be grief But if we have to suffer 
for a long time, and there is no hope of recovery, and we find no more 
meaning in life lived this way, then that moment will arrive. I will ask my 
physician, “Please help me along a little.” 

My wife has the same opinion. When her father got sick, we could talk 
more easily about death and about euthanasia because of our previous 
experience with my father. Although we did talk about euthanasia with him, 
my father-in-law was able to die a natural death. 
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But of course our experience is still limited. We have two recent 
experiences of death. We have seen how my father’s death was brought 
about in a humane way. There is no religious barrier for us that a Higher 
Power should have to regulate the time that we die. Yet we were still 
relieved that my father-in-law died a natural death before it came to 
euthanasia, even though his euthanasia request was present during the dying 
process. 

One of the most important things we want to tell people is that the person 
who wants to actively end his or her life must trust the physician. This is 
very important for the families involved too. If they can perceive that their 
loved one absolutely relies on the physician, then it is easier for them to 
accept the decision for euthanasia. Both physician and patient should be in 
complete agreement. There must be a relationship of confidence and trust. 

In his own home, in his own way, my father taught me lo let go. By doing 
so, he eased my acceptance of his death. My sister, who was always closer 
to my father throughout her life, still misses him more than I do I think. Yet 
she can speak of the way he died in exactly the same terms as I do. We have 
no lingering images of ugliness and terrible suffering and feeding tubes and 
conflicts with doctors about terminal care. My father, instead, was up and 
around until that last day. 

When our children were old enough to understand, we passed along our 
experiences and thoughts with them about euthanasia. We will talk about 
death and dying again with them when the pain and loss from my father-in- 
law’s death has subsided. We also plan to discuss with the children our own 
choices about dying, just as my father did with us when he shared his 
decision to end his life. 

A difference was that my father-in-law decided to talk about his wishes 
many weeks before he died. This made it easier for us to familiarize ourselves 
with the inevitable again, for even though you anticipate it, you do not really 
realize it until death is upon you. We talked about his death with him a lot. 
He died two months later, and this was Just the right time, in our experience. 
In my father’s case, we were confronted with his decision only two weeks 
before he died. This made it less easy to process. If my father’s physician 
had disagreed with helping him through euthanasia, I think he would actually 
have changed physicians, hoping to find one who would help him. That is 
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how final his decision was and how firmly it was presented to us. Ours was 
not to bargain with him, but only to accept it. 

As it turned out, my father had actually asked his physician two years 
beforehand as to what was his position on euthanasia. So, in the end, he 
himself made all the decisions. This was his character all of his life. We 
have come to accept his death. 




Chapter Twenty-Three 



“What Life Was Left to Live?” 

It’s best to start my story from the moment my aunt asked me to witness her 
advanced directive and to be responsible for carrying it out together with her 
family doctor. In the Netherlands, this form comes from the Voluntary 
Euthanasia Society. She had spoken with her doctor about it, and he said 
“You can explain ahead of time what you want and what you don’t want in 
writing.” 

My aunt decided to construct her own advance directive on the basis of 
her experience with her sister’s death. About fifteen years ago her sister died. 
Like my aunt, her sister was also unmarried and was only sixty-four years old 
when she died. She didn’t arrange anything in advance. It was very difficult 
for my aunt and my mother, her two sisters, to make the right decisions about 
her care. My aunt decided to make all her plans and arrangements about her 
own death ahead of time by having an advance directive and a living will. At 
that point, she started to think about euthanasia itself During the last part of 
her own sickness she said “Let’s get my living will to the notary and make 
it quite official. Otherwise people will think it can be disallowed.” My aunt 
was very religious. She was a member of the Reformed Church. So she even 
checked with her minister about her advance directives. He respected her 
choices throughout her ordeal, although he may not personally have agreed 
with euthanasia. 

Her advance directives state that she discouraged any attempt to help her 
live after her heart stops beating. She did not want any resuscitation. She 
also did not want to be fed. Her view was that after you are seventy things 
don’t work as well. She only made it to seventy-one. She wrote the advance 
directives in 1992, anticipating her death. She actually died in 1995. She did 
not want to be viewed at her funeral so we had a picture of her singing, which 
was enlarged from the newspaper. She stopped working when she was sixty 
so she could do what she wanted when she wanted. My aunt also liked to 
paint. Every friend and relative has a painting of hers. She was always a 
person who cared about things in the future, and she always laid careful plans 
ahead of time. 
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My aunt was my mother’s youngest sister. As mentioned, she was not 
married. I lived quite close to her during her last years, and was quite close 
to her in age as well. My aunt was only twenty years older than I, so there 
wasn’t much age difference. We also had many of the same interests. We 
were interested in the same organizations, activities, and hobbies. So it is no 
surprise that before my aunt became ill we had frequent discussions about 
her life and her death. 

When she became terminally ill, she first thought she had the flu and then 
she thought things were strange in her head. She couldn’t say exactly what 
was wrong. She wrote a letter to a friend where she said, “I don’t know 
what’s happening; maybe I have a fever because my head and legs are not 
doing what I want them to do.” Then, after some time, she went to the doctor 
and he said it would be best to go to the hospital and take a brain scan to see 
what was happening. They discovered a tumor. She had to be admitted to 
the hospital. One doctor was on holiday, the next had no time to accept her 
as a patient, and still another said he didn’t know if an operation was the right 
procedure, given the size and location of the tumor. She had become more 
and more ill and almost couldn’t walk when she came to the hospital. 

At home, too, she became quite disorganized. When I came to get her, 
the whole room was filled with newspapers and there were all kinds of papers 
lying all over every surface, which was so unlike her. I was shocked but 
thought maybe the doctors could help her anyway. I brushed up on brain 
tumors, and learned about them from a lot of people. Their advice was, if it 
is the aggressive form, don’t expect too much. If it’s a more quiet form you 
may be able to stop or hold back the progression. We didn’t know for some 
time which form it was going to turn out to be. She went to the hospital in 
November. The first night she was there she was clearly awake and asked for 
the care of a hospital chaplain. She was quite upset. She then wrote a letter 
in anticipation of her end, and read it to everybody who visited, family and 
friends. She contacted me and my husband about the contents of the letter, 
but not my mother. They did not always agree, perhaps because of the age 
differences. 

My aunt’s letter opened with the reasons why she was hospitalized, 
because of “threats lodged in my head. All the doctors are coming and going, 
but nobody knows how it will end.” Soon, she wrote, she will have had five 
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radioactive treatments. She still can’t walk. She told us not to come to visit 
her with a lot of flowers, or chocolates, or with a lot of crying and grieving. 
She thanked everyone for everything, all the good visits together, and quiet 
drinks, and talking about the purpose of life. 

She noted that, although we have everything we need, she still could not 
say what is the good of it all. It is just the personal value of each person how 
and what is rememhered. She especially rememhered a group in Amsterdam 
with whom she worked. They went on holidays together, and they all had a 
great sense of humor, like she did. She recalled one of these ladies who was 
quite old and got sick with a serious heart attack. This lady went to the 
hospital and after a while she came hack, saying, “I thought I was finished, 
hut upstairs they didn’t open the door. No, not this time. I am to go on 
living.” My aunt said her friends taught her something about living like this. 
She thanked everybody again, and asked us all to forgive her for anything she 
did wrong. Finally she thought that in heaven there has got to be dancing. 
People in the Reformed Church have to learn a lot of dances! She sent this 
letter to everybody. 

So instead of flowers and candy, we brought her books and tapes. She 
liked to listen to classical music. She also loved to walk long distances. I 
can only imagine how terrible it must have seemed to her when she could not 
even walk several steps. She was interested in modem dances too. My aunt 
wound up staying in the hospital about five or six weeks. Then, in 
December, her in-patient treatments there came to an end. She was scheduled 
for radiation treatments on an outpatient basis at a cancer center. Each time 
she went I had to organize her transportation by finding someone who could 
be available to take her. Like so many others in her predicament, she lost her 
hair from the radiation treatments, so she got a wig for her head. After this, 
she had to go to a nursing home because she couldn’t walk enough to take 
care of herself Tier balance was bad and she couldn’t cook or wash, etc. She 
could only walk for short distances; that was the maximum extent of her 
recovery. We could only go from one hospital to the other by car and then 
by putting her in the wheelchair. But the last two times for her treatments we 
went by taxi because she could not enter and exit from a car normally. In this 
respect, she became much better. 
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Placing her in a nursing home was terrible for her. The place she went 
was a back-up building because the original was being repaired. This 
secondary building was very old. It was not a pleasant environment. There 
were eight people sleeping together in one large room, and no privacy. 
Nobody understood her; she had a hard time talking and explaining what she 
wanted, so people hurt her unnecessarily by mimicking and teasing her. It 
was also at Christmas time, and the contrast between the joy of the season 
and her depressing state made things go from bad to worse. 

I was already looking for a solution to take her home. It seems to me that 
I called the whole city of Amsterdam but nobody could help me with terminal 
care at home. I know it is available because my mother in-law had terminal 
care at home but she lived in a totally different part of the country. So I 
called a home care organization in the middle of the country. I asked for help 
and they agreed. This was a home care organization. They knew very little 
about euthanasia. Yet they had twenty-four hour nursing care. The nurses 
who worked with this organization did so out of charity and good will during 
the time a patient was placed out of a hospital at home. 

I was happy that I was able to organize this. The other practical problem 
was the entrance to the toilet in her house. It was quite narrow, and so was 
the access hallway. The house was small too. So I had trouble getting a 
wheelchair that would fit. I made these arrangements while she was still in 
the nursing home. She could still talk to me at this point, although 
understanding her was difficult. At the nursing home they put her in this big 
sleeping room where they put up a curtain, but it looked like a cell with no 
windows. This was the best they could provide. So we brought some of her 
paintings and a TV. My aunt was hard of hearing, so we had to get a special 
phone with an amplifier. Really, it was quite difficult to arrange everything. 
It took a lot of care and planning ahead, more than I had anticipated. 

But all these preparations were not enough. No matter what 
accommodations were made, my aunt did not want to keep living this way. 
She then asked to speak to the doctor. She wanted to talk about euthanasia. 
We had also spoken to the nursing home administration to see if euthanasia 
was possible there. Their response was yes, perhaps what is known as 
passive euthanasia, withdrawing treatment. At this point, my aunt said O.K.; 
she told them that she would get a notary and make her wishes known 
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officially. This way no one could later hlame the home. She wrote in her 
will that her money should go to a good-will organization after everything 
was paid. Then she asked for her own doctor, because I told her that I could 
arrange for her to go home. She asked her family physician to authorize a 
second opinion from another physician about her terminal state, as is required 
when you want active euthanasia. Clearly now her thinking was to end her 
life actively, rather than just wait until the end. 

At this point I could understand her request, and her reasons for it, but 
I was also hoping to arrange for her to go home so she could be in familiar 
surroundings, with her garden and her friends and family coming to see her. 
Her home was quite a nice place, she could sit by the window and look 
outside. I hoped she could be there when the spring came and maybe feel 
well for awhile. I saw this as a way of compensating for the bad days that she 
had to endure in the nursing home. I had felt so helpless while she was in the 
nursing home and she became more and more ill! 

By the time I got her back home, she was even stronger about her 
feelings toward receiving euthanasia. She included me in all her discussions 
with the doctors. When she got the second opinion doctor, I was also there. 
She didn’t want to talk alone with him. She was afraid she would forget a 
word or something, so I said it was no problem. I found I could live with 
euthanasia, either passive or active, precisely because she had spoken to me 
about these things beforehand, and because her situation was so hopeless and 
would only get worse. If there were some hope that her condition might 
have improved for even a short while, we might have thought differently. 

I said “we” because I also talked about this with other family members. I 
have a cousin with the same nickname as mine, Lida. She is the only 
daughter (with one brother), so we were quite close. I talked with her about 
active euthanasia and discussed it also with another female cousin. So 
between all three of us we decided that it sounded right for my aunt. 

My aunt still believed in God and in the power of prayer. She thought 
about everything associated with her request for euthanasia, and had talked 
to her pastor about her wishes too. He supported her decision making 
process, too. She was concerned that I shouldn’t have to suffer or have 
negative feelings about her choice at all. Nobody else knew, other than the 
three of us and her pastor; my parents and my other aunt did not know about 
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these discussions. My aunt felt closer to me and the other two cousins 
involved than to her sister, my mother. Thus, my aunt made all the final 
decisions. Our role was to let her know if we could live with her decisions 
or not. 

When my aunt discussed euthanasia directly, however, only my cousin 
Lida, myself, her nurse, and the doctor were present. We had several repeated 
discussions with the doctor all together, and sometimes I spoke to him by 
myself At first, nobody believed how hard it was to make all the 
arrangements to bring my aunt home, and how these difficulties contributed 
to her wish to die by euthanasia too. The nurse, especially, resisted the 
possibility of euthanasia. It took a lot of pressure on my part to convince her. 
It was a way of loving her and making sure she received what she wanted. 
There was almost nothing left. What gift was left to give her? Nothing else 
was left than to give her a quiet place to die, at the moment she wanted, when 
the circumstances were more restful and supportive than she had in the 
nursing home. 

Once she got back home, she was able to meet with the people that 
mattered to her. Later there was only one friend who knew about her 
decision to die by euthanasia. A lot of people came to visit but did not know 
it would be for the last time. We knew, however. 

When the time came, the doctor came to explain how it was going to 
happen. I thought my aunt was very brave the way she wanted to handle 
everything. The doctor explained several possibilities. She chose to drink 
the potion. Her reason was that she was still able to drink, to do this herself, 
so she didn’t want to make the doctor give her an injection. She wanted it to 
be her own responsibility. My aunt talked to her minister again, then, and he 
knew. Her conscience was clear. 

When we last discussed it, I said that maybe I should open the window 
so her spirit could escape and go up to the sky, and maybe later in that night 
we would see a new star. That’s what we did. I did open the window after she 
died. 

The doctor came back on a different day to actually perform the 
euthanasia. He called the evening before and said that it would be possible 
to do it the next night because he could have a second doctor backing him up 
in case it became too difficult for him. He arranged everything. He came 
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after five o’clock in the evening because earlier he had to make a report. 
When he came he showed us the brown flask with the clear liquid. He 
explained that it was about ten times more powerful than sleeping pills. The 
doctor explained that she would drink it and then fall asleep almost 
immediately. After a little while she would die. 

Before the doctor came we did everything normally, trying to go through 
the motions of a typical day. My aunt went to the toilet as was typical for 
her, and we had dinner. My aunt remarked, I remember, “Strange dinner, isn’t 
it?” We drank coffee with a serving of cake, and then we took her to her bed 
and moved her bed to the middle of the living room. Before the doctor came 
we sat together praying “The Our Father.” We held hands. Then the doctor 
came. She was prepared to drink the potion, and was sitting up on the bed. 
She again said yes to his questioning about her wishes to die. She took the 
cup from him, and drank better than half of the liquid in the cup. We held her 
hand and it was very peaceful. We didn’t talk any more. After she drank it, 
she fell almost immediately asleep. 

Then came the most difficult time. She had fallen asleep so fast that she 
was snoring loudly. We had to stand behind her and prop her up, so the 
doctor could have her head on the pillows. We had not anticipated this trying 
time, 1 guess. We had thought that she would just lie there and die. The 
doctor gave her what was left in the cup by holding her mouth open. It took 
almost one hour for her to die. We had to keep her propped up. We were so 
tired because we did not sleep the night before. We thought we could sit and 
kiss her face, but we didn’t expect it to be like this, so physically tiring to 
hold her up. Of course it was difficult for the doctor, too, as he wanted to 
have the euthanasia go well. He cared about us too. The doctor stayed until 
he could say that she had passed away for sure. He left for one hour, and then 
returned to care for my aunt’s body and to comfort us. Later on, the family 
physician took care of all the paper work entailed in the euthanasia and 
contacted the local prosecutor. 

We had made all the funeral arrangements beforehand. She wanted to 
donate her organs. She was able to donate her corneas and her skin from her 
back and upper legs. She wanted a simple wooden coffin with Just a thin 
cotton sheet. She wanted her coffin closed so that is why we displayed her 
picture. When I saw her picture on her coffin, I knew that she was free now. 
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I felt that she was with us and could see what we were doing. My aunt also 
wanted the least expensive place at the cemetery and the smallest stone. She 
said she lived her whole life in a flat, so why not afterward also be in a flat! 
My daughter sang at the funeral and other family members read passages. 
My aunt wanted me to read about Daniel and the Lions’ Den. She chose this 
story because she knew what 1 had had to face in caring for her and for her 
wish to die. On the way out of the church her coffin was carried by her 
cousins. 

When persons face the kind of situation she was in, of precipitous decline, 
both mentally and physically, they want any help that is forthcoming. 1 think 
her euthanasia was a good decision in her own case. You can’t say this for 
anyone else. Everyone has to make his or her own decision in this matter. It’s 
a good thing there is a requirement for a second opinion because this is too 
heavy a burden for one doctor alone to bear. How can one care giver know 
whether it is the right decision or not? Also I think it is hard to 

distinguish between active and passive euthanasia because you don’t know 
what the “normal” process of dying is any longer. When my father died he 
was very ill, and refused to eat in the end. No one forced him to eat, so after 
three or four days of this, he died. One could argue that this was a “natural” 
death because of his age and illness, yet he actually chose to die and brought 
it about himself by not eating. As I see it, there is only a tiny difference 
between active and passive euthanasia. The morality of both is closely 
intertwined with the desire to die. 

After my aunt’s death more people were told about the decision for 
euthanasia; we weren’t going to lie. We did not go into all the details. Most 
of those we told were able to handle it. For some it was a shock though. 
Often I think about my aunt but do not cry so much any more. I am at peace 
with all this. I am glad I could help her and am convinced it was the right 
thing to do. She had to die because of her illness. About the last steps of that 
illness, there were possibilities to help her not be one hundred percent 
helpless. 

We thought afterwards that we did see that extra star in the sky. 




Chapter Twenty-Four 



“I Don’t Want To Be Put Away Like A Dog” 

My husband had been diagnosed with colon carcinoma with metastatic spread 
to the liver. He had abdominal distention due to the fluid that accumulated 
in his body. His organs could not process that fluid and get rid of it. The 
prognosis was poor and there were no more treatment possibilities. 

However, his suffering increased a great deal only during the last several 
months of his life. This noticeable increase began after a bout of constipation 
- the pain for the most part was comparable to being constipated and 
obstructed. Our family doctor had him hospitalized for that reason and he 
deteriorated quite quickly after that stay. After coming home again, he was 
still in a lot of pain: he became yellow and skinny, even though his abdomen 
continued to be distended. Even stepping from the sidewalk to the street was 
a torture for him. He could have taken more pain medication, and was 
encouraged to do this. But he wanted to control the amount of the medication 
himself so that he could still function, however minimally. His tolerance to 
medication must have been rather high by this point as well. He also 
experienced this kind of pain when we were out driving around in the car. In 
spite of the fact that he was so ill, we continued doing things together. This 
was the usual pattern of our life and we tried to keep this up. For example, we 
always went shopping together. I had to drive slowly everywhere we went 
because he could feel every bump. This continually reminded me of his 
suffering and exacerbated my own grief during these last months. 

Despite this suffering I remember a peculiar feeling. My husband was 
very strong and he had a very strong personality. He was, in fact, a pillar of 
strength. In the past, the whole family drew its strength from him. He was 
the one who said, “I know I’m dying, but you have to continue living - that 
is what you have to take care of” When I told him that I did not want to go 
on living without him, that really just made him sad. I did try to imagine 
being alone without him. You can think of it, have fantasies about it, even 
imagine it; but, it is not the same as the reality later. Because he had such a 
strong personality his presence was always felt even when he was sick. What 
I mean by pointing to his strong personality was not that he was macho, but 
rather that he had a good personality. He was a very special man. He always 
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wanted people around him. He was always dong things with, and for, others. 
What this means now, after his death, is that losing him has particular 
poignancy. My whole life has been altered, all its relationships. Now I have 
to ask others for help, and that is difficult for me. I was never the one who 
reached out to other people the way he did. 

In the last month of my husband’s life, we just communicated in our 
usual fashion. We knew that he was going to die. Yet, we did not make any 
conscious efforts to do things differently, like take a last trip or vacation for 
example. The reason for not doing this was that it would have given us the 
feeling that this would be the last time we would be together. Togetherness 
was so important to us, that we did not want to cement the finality of our loss 
in any way. So, we went about our daily business, communicated a lot, and 
sometimes even quarreled! I laugh when I remember these arguments. My 
husband was always a big talker! 

Two weeks before he died to the day, he made a more formal request to 
his relatives and friends. He asked them each if they would be supportive to 
me at that point, and after he died. This was significant for me because both 
of us did not like to ask for help around the house. We had always managed 
on our own. I remember that at home he hung a lamp, standing on a table in 
an awkward way, and 1 was afraid he would fall because he was so weak! 
Earlier this help would have been especially appreciated when we were out 
in the country at our cabin. He could not be as active there as he always had 
been before. In fact, he was much more active given his situation than “the 
books” said he should have been. He would go out and play soccer if he 
could. This scared me, so I only drove him there, but could not watch. His 
body Just did not want to give up. He did not want to stop living. He did not 
want to die. 

The first time euthanasia was discussed was in reference to his brother 
who had earlier died of rectal cancer in a very undignified way. The 
morphine that alleviated his brother’s pain also caused him to become 
dependent and even childish. Perhaps that is why he wanted to control his 
own pain dosages and why he tended to accept so much pain without 
adequate treatment of it. He probably was frightened of becoming like his 
brother had been. At the time he raised these points, of course, he did not 
know that he himself had the same disease. 
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At this point, however, he asked his family physician to refer him for a 
consultation to see if he had colon cancer too. Since the family might be at 
risk for the disease, our physician referred him to the medical center for tests. 
The request came not only after one brother’s final days, but also after a 
second brother’s operation revealed colon cancer as well. At the time of the 
diagnosis, my husband’s cancer was at a more advanced stage than even his 
second brother’s was. This was a tremendous blow. Nonetheless, it just 
confirmed in his mind how he would like to die. 

Of course, he wanted to fight the disease instead. He was operated on in 
1987. At first there were no metastases. This means that his case had a good 
prognosis. Naturally, at that time, there was no further discussion of 
euthanasia. All of our family’s actions and consciousness were aimed at 
therapy and hope. We kept hoping that he, alone among the brothers, might 
be cured. This hope was so strong, that he even consulted an alternative 
healer. His doctor corresponded with the healer about pain medications, and 
other matters, until his death. Thus, for a long time, even though he accepted 
his disease, he was convinced that he could overcome his cancer. 

He asked one of the famous cancer physicians at the hospital if anyone 
with this condition in his particular situation had survived, and the oncologist 
said, “No, to be quite honest.” His response was, “then our case will make 
the books and I’ll have to read it.” Another time, the day he had to be put 
back in the hospital for his retention of fluids (ascites), he also had very bad 
nausea and constipation. That day he asked his physician, “Do you have any 
hope for me?” His life was very emotional: he was a very sensitive man. If 
he heard a sad story, he would cry. This sensitivity extended to his powerful 
love of life and his hopes that it would not end. 

The period that euthanasia was more formally discussed occurred during 
this hospitalization when his treatment options had collapsed. We talked 
about euthanasia with the oncologist who said, “Well O.K., yes, we can also 
perform euthanasia here.” At that point I protested very strongly. I wanted 
everything to take place at our home and not at the hospital because it would 
be more personal. Further, in one’s own surroundings one can do what one 
wants - not like in a strange hospital. I felt particularly strong about this 
when the oncologist said in case he was not on call or if he were on vacation, 
he would have to inform someone else about the case (and the request for 
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euthanasia). So once we definitely chose euthanasia as an option, we both 
wanted it to take place at home. 

My husband was very careful in preparing himself for this whole process 
of decision-making about euthanasia. He examined all the details. First of 
all he did not know whether his General Practitioner was in favor of 
euthanasia or not. But he thought he might be just because of “the way he 
was as a physician.” After he asked him about euthanasia, he was relieved 
to learn that his physician would promise to help him in this way. 

He asked my opinion and also our children about it. He said he would 
pursue his wish at any rate, but “if one of the children were to be against it, 
you, as my wife, will get the brunt of it, and you will suffer because of it. If 
there is such a conflict then they might abandon you, or even blame you.” So, 
he took the initiative about raising the question with the children. Our 
children supported him completely. Some distant relatives disagreed with 
him, but there was no dissent in our immediate family. 

It took him some time to draft the written request, however. After that 
last hospitalization, when we determined to have euthanasia at home, he was 
taking a lot of morphine and was much more disorganized. He could not 
even write. What he did do was sign his name to an empty piece of paper “so 
that my name is at least written down.” I kept this sheet. The result was that 
I wrote out his last request for him, but the paper had his signature on it. At 
the time he was so disoriented, that he could not recall even signing the 
paper, and asked about his request several times. He was not clear, since the 
morphine was influencing his thinking. Later, when his head cleared a bit, 
he did remember that he had left his signature, and I told him that his request 
had been written out for him. He was glad that this stage was completed 
then. I gave this letter to his physician as proof of his willingness and 
determination to have euthanasia. 

My husband called his physician several times during the final phase of 
his illness. He wanted the doctor to come over and have the euthanasia 
performed right then. After talking with each other, it appeared that he was 
Just in a panic. The doctor’s conclusion during these sessions was that my 
husband was not really ready for euthanasia, but rather Just wanted his fears 
relieved. This was not a peaceful period. 
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For the last month and a half of his life, he was really scared. There was 
a lot of anxiety, especially at night. So, neither of us slept. Fie was in so 
much pain and he did not want me to be awake because of his pain. Even 
though he was very tired, and fell asleep right away at night, he would call 
out to me later in pain, and I would rub his belly. Often this comforted him 
and he was able to sleep for awhile. This might happen several times during 
the night. We both became exhausted. 

I remember thinking that this night-time difficulty was a result of my own 
choice as well as his. I did not want somebody else - a stranger - to be 
comforting him this way. That’s why we both wanted to come back home 
from the hospital for the final days. You just do what you have to do. Since 
he was the first one to go, he could express his wishes and desires to me. I 
wanted him at home too. We both wanted to have our everyday, domestic 
life together as much as possible. We listened to music together and both of 
us became so emotional while listening. To this day, I find it difficult to 
listen to his CD’s: there is so much emotion attached to that. But we also 
talked about common things, the daily business of a household and so on. 

In the final analysis, my husband was very frightened, especially when 
I had to go shopping. During my absence, he would telephone everyone he 
knew, just to hear a voice. He was as emotional as I was about dying. Plus, 
his world had narrowed down so much. He could barely stand to watch TV 
any more. I was not aware of his need to stay so connected when I went out 
of the house until after he died. Then the phone bill I received was so 
outlandish, that I had to call the telephone company to verify it. Apparently, 
he was afraid that something would happen while I was gone. Of course he 
could have died naturally, without euthanasia. But he did want to have his 
life ended. I do not think he was as afraid of dying as he was of not being left 
alone. 

This was brought home to me when I thought about his desire to stay at 
home even after he died. He had trouble clearly articulating this wish. He 
said to me that he did not want to go to the funeral home. He also said this 
to a neighbor’s wife. At first, I did not understand what he meant. Later on, 
talking it over with the neighbor, we understood his intention. He wanted to 
stay and lie in state at home. Even in his drugged state, my husband clearly 
attached a particular meaning to that desire not to go to the funeral home. I 
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am still not clear about the depths of what this meant to him, but it most 
surely included wanting people around him even after his death. 

My husband never discussed the possibility that he might not be able to 
communicate his desires any longer, probably since he and the physician had 
already talked about his request. I am still thankful that there was such a high 
quality, mutual understanding, that difficulties in carrying out his wishes 
simply could not arise. 

The last night of his life, he asked the whole family to come upstairs and 
eat together. We talked about food, then about all the cars we had, their 
license plate numbers, and where they had been. I thought it was crazy. We 
knew what was going to happen about the euthanasia, but that is what we did. 
One of the questions my husband put to me was, “Will people think I am a 
coward?” We talked about his having that idea. I reassured him. No one had 
ever talked that way about his decision when we told them about it. He 
thought about comparing euthanasia to those who commit suicide for 
financial gain. 

I point out that must have been on his mind. Euthanasia is not a decision 
made in five minutes. It is thought about and agonized over. It is part of a 
long process. 

My husband had clear ideas how he wanted the euthanasia to take place. 
He did not want his life to end by intravenous injection because “that is the 
way they do it to animals.” He did not want to be “put away like a dog!” He 
wanted to take a drink and have his life fade away over a couple of days - 
like a candle gradually burning out. In the end, he drank a potion so that he 
could die this way. 

He asked the doctor to give him the potion. He drank it and said, “Well, 
it doesn’t taste so good.” The doctor’s response was, “Sorry, I never drank 
it before so I did not know how it tastes. My husband said, “Then you better 
give me some water.” All of us present felt he was unbelievably impressive 
to have Joked at this obviously tense and sad moment for all of us. I thought 
it could have been a very nervous situation, but it was restful and quiet. My 
husband was a pillar of strength - stronger than anyone around, including the 
physician who was also nervous. He became unconscious within a couple of 
minutes. It went very fast - actually too fast for me. I was very glad we 
talked about everything before he drank it. We took care to talk about 
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everything we still wanted to say to one another in detail, otherwise further 
conversation would not have been possible. 

I wanted him to pass away after just one night. This did not happen. 
Twelve hours passed from the time he drank the potion, and he still was not 
dead, but only in a deep coma. I knew he was going to die, but the situation 
seemed unreal because he was not dead yet. We sat up all night talking and 
his sister-in-law was present. We felt even though he was in a coma, he 
could know we were trying to communicate. It was strange. 

Hence, the doctor had to give him an injection after all. The risk was that 
he might have woken up again. I agreed with this plan because I could not 
have endured a couple more nights of waiting. Also, his physician and I tried 
to honor his wishes as much as possible. If he had woken up, I do not believe 
that he would have trusted anybody. He must have been very strong as well. 
It took him many hours to die even though he had acute heart failure some 
time ago. He had been resuscitated Just a couple of months before when he 
was in the hospital. It was an unbelievable situation. So, the main goal was 
not to let him wake up for this reason. The physician took home with him 
that night the whole bottle that contained the potion. I am glad he did, 
because I was so distraught, I might have taken some of it myself 

The doctor had told me earlier about the necessity of notifying legal 
authorities that he was in the process of performing euthanasia. I told him it 
was a good thing that he did not tell my husband because he would have been 
only worried about it. 

At the time I was too busy to feel anything, because so many things had 
to be done and organized. The local coroner had to come, and two policeman 
came. Two criminal investigators also came. The rest of the family had to be 
called. The funeral home personnel had to be called. They later arrived to 
attend his body that was lying in one of the rooms upstairs. I only came to 
myself when everyone in the whole family left me - that evening. My 
husband was lying upstairs in the house and I was alone with him at first. 
Later one daughter came to stay with me that night. We stayed active - 
played cards and so on. 

I can say that now I am at peace. But I am also still upset about his death. 
It has been two years since he died and 1 still fight back tears when I talk 
about him. I was with my husband for over thrity-five years. You can’t 
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replace those years or him. It is still so difficult to live through all this, as he 
was a person who took care of so many things, including his funeral. He 
orchestrated the entire event. He even chose who was to be asked to attend 
the ceremony afterwards and who should be invited to speak. He really took 
care of all the details. If he could not do anything, he would say that “it 
would be taken care of in the Springtime,” knowing full well that he would 
not be around then. Now I have to do all these things myself 

My sorrow still surfaces. It happens many times when I see a man and 
his wife together. Then I feel remorse and even jealously. I ask myself, why 
me? 

I am comforted by the belief that we could not have asked for a better 
physician. He and I are both satisfied as to how it all went. Yet, if there were 
anything different I would have wanted, it would have been to change how 
quickly my husband became unconscious after he took that drink. I would 
have wanted more time to communicate and time to spend together. Maybe 
the alternative was to use morphine? But then I was afraid he might have 
been turned into a “vegetable,” an incapacitated person. That would have 
been unacceptable too. So, in the balance, the way it happened would have 
been my preference, except that it went too fast. 

I wonder if I would want euthanasia for myself I really do not know 
because I am not in that situation. It is hard to know what you would decide. 
One thing is clear that I also discussed with my husband is that I would not 
want to suffer with severe dementia where I would need to be spoon-fed, 
taken care of completely, not being able to recognize my own children, and 
so on. I used to look forward to getting old, but now I have a different feeling 
about it - being alone is quite difficult. One cannot predict how you will die 
and maybe it is better not to know in advance: then one probably lives 
differently. 

I want to underline that euthanasia is Just as important an event for the 
survivors as it is for the patient. I watch any TV program that is on 
euthanasia. Sometimes I am amazed at all the wild stories surrounding it. I 
do not recognize or relate to it in any way. For me, if you have a good 
relationship with your physician it should not be a problem. In my mind, the 
intrusion of the criminal investigators into my home after my husband’s death 
was not a negative factor. Worse, far worse than that, would be people who 
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have traditional religious views who would resist euthanasia and make people 
suffer in undignified and inhumane ways. 

Euthanasia should still be discussed widely because it can be abused in 
the case of old people who have money, for example. But the defining 
moment in my husband’s case was the moment that one of the investigators 
came downstairs and said, “Here there is certainly no doubt about it.” The 
doctor did not have to be afraid that he would be prosecuted. We did the 
right thing. 




Chapter Twenty-Five 



“We Are Living in a House of Death; Everyone Who Enters 
Here Will Die” 

My wife and I were living in a home for senior citizens when she began 
complaining about abdominal cramps. She was known to suffer from 
constipation and take certain medicine for it. We went to see our family 
physician at the time. My wife asked to be referred to the hospital for further 
investigation of her problem, and perhaps some additional tests. But our 
doctor, acting as a gatekeeper, said it was not necessary and he would not do 
it. “Otherwise,” he said, “it will become an operation and then half of the 
city of Amsterdam will want to have that operation.” Yet she went anyway, 
and the tumor was discovered. So we both felt by the first doctor’s 
neglecting her request, my wife’s problem was not addressed properly. 

Sometime later, she was operated on and 1 remember the surgeon coming 
in and taking her hand and telling her that he removed a segment of her 
colon: “It was malignant and additionally, there are metastases.” I began to 
cry, but she remained very calm. The surgeon went on to say that she would 
not feel any effects from the cancer for about a year and that when the pain 
returned they would have medications for it. That is exactly how it 
happened. About thirteen months later she started having abdominal pain 
again. After a couple of days she told me that she needed to go back to the 
doctor. 

I remember our physician saying that you have to trust your doctor’s 
decisions, otherwise, you should get another. After she first got back from 
the hospital, having been told of the specialist’s diagnosis, our family 
physician kept denying that the diagnosis came later than necessary and that 
her cancer could have be detected sooner. But we still had the notion in our 
heads that, if her cancer would have been detected earlier when she had her 
initial complaints, the treatment options and perhaps the prognosis might 
have been more favorable. Both of us hung on to this idea and would not let 
it go. Despite being one of our doctor’s first patients, and staying with him 
for over thirty years at that time, we decided to terminate our relationship 
with him. 
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We sent him a letter and the physician called back the next day. He 
wanted to know what was “going on”? My wife’s answer was that she no 
longer had any trust in him. Apparently, he was a bit angry. 

During the final phase of my wife’s illness she spent all of her time 
downstairs in our apartment in the senior citizen’s home. She was very sick 
and in a great deal of pain. She had a lot of complaints. I felt her abdomen. 
Her tumor was below her navel. It grew and grew so much that it blocked off 
her gall bladder and liver. She turned very yellow and lost weight. I kept 
quiet about it, but was really worried. She also could not produce any urine 
and that caused a lot of pain. She could not produce stools either. In the final 
days of her life she was transferred to a sick-bay area in the nursing home. 
She could not eat anymore and was in pain. During her last days, she prayed 
constantly that God would take her away. 

We had discussed death years before - if the situation arose when life 
were to become debilitating we would ask for euthanasia. We said, “We are 
living in a house of death: everyone who enters here will die.” So, we 
reopened that discussion with our new physician, who said he would follow 
our wishes. 

Both my wife and I signed the statement requesting euthanasia which 
partly reads as follows: 



After deliberation, with clear faculties, I deelare the following: When 1 am in a 
physical or mental state caused by disease or through any other cause, exeluding 
possible recuperation and a reasonable state of life, 1 do not wish that any means 
will be used to prolong the physical process of life. 



One of the physicians at the facility, a personal friend of my wife, said 
often that he would never think about euthanasia because the role of the 
physician is to heal and not to kill. Some of our family was against euthanasia 
on religious grounds. All this made the decision-making more difficult. 

My Reformed Minister came to visit and I spoke with him about our 
thoughts. His position was that choosing euthanasia was a very difficult 
decision about which he was convinced that God would not punish us in any 
way. The minister’s words relieved us of some fear. 

Hardly anyone knew about our euthanasia request, since we had kept 
quiet about it. Only my wife’s sister, her favorite, and the doctor knew. Her 
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sister still came to visit every week. The opinion of the physician was that 
as few people as possible should know about it. 

As per standard requirements, the physician asked for a second opinion 
and also reported to the attorney general. I wanted to know what would 
happen if the consulting physician were against euthanasia. The doctor stated 
that this would not be a problem because he knew the position of the 
physician he would be asking. 

The euthanasia was scheduled to be administered on Friday afternoon. 

I told the doctor to bill for a single, double, or a triple visit - especially 
because I was insured and I wanted to thank him for all his efforts. When he 
arrived, he asked my wife if she still wanted the euthanasia. I remember that 
point and still think that it is very positive that the doctor asked my wife 
whether she continued in her decision. She said a clear “yes.” She was very 
thin and sallow from the pain. Just before the euthanasia was to take place, 

I went upstairs and came back down. When I returned, I noticed that my 
wife’s face had taken on qualities of former times. It had become very full 
and pretty again. 

When the physician injected her with the medication, I laid my head on 
her chest to listen to her heart. First, after the injection, her breathing 
stopped. Then, a few seconds later, her heart was still. I raised my head off 
her. I knew her suffering was now ended. 

I do not think anything about the euthanasia should have been done 
differently. The doctor offered his condolences. It was a solution to 
suffering - not only to my wife’s suffering which was the most important, but 
also to my own. 

I have not been able to tell this story without tears of anguish. I have not 
been sorry for a moment thinking that it was stupid to sign the statement for 
euthanasia, nor that my wife was wrong to do so. There is no question about 
it; there are no regrets. But, naturally, there is immense sadness. I talk with 
my sister-in-law a great deal about the end of my wife’s life. One time she 
asked me if I felt sorry or if I had any regrets. I told her I do not. How could 
I? Euthanasia relieved the person I loved the most of a lot of suffering. Her 
physician supports this conviction. He told me that my wife had much more 
pain than he realized. She probably had not been talking about how badly 
she really felt. 
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My wife and I were angry, and I remain so, with the first physician who 
did not make the referral for further work-up and made the comment about 
operating on half of Amsterdam. The second physician explained that in the 
case of colon cancer, once it is found it is usually too late. 

Our experience was that in the senior residence home my wife and 1 
received a lot of care and attention. For example, twice a night they came 
around to ask how we were doing. 1 am very grateful for that. And, when 
my wife died, for a time they still continued to come by. 

Later when the director of the senior citizen home learned of my wife’s 
euthanasia, he called the physician in to speak with him and arrange a 
community meeting of the residents to discuss policy for future cases of 
requests for euthanasia. Apparently when the meeting took place, the 
consensus was that there was nothing to discuss. The seniors felt that they 
were old enough to make their own private decisions on the matter of 
euthanasia. It did not have to become a matter of public policy. 




Part Three 



Euthanasia: Promises and Perils 



I didn't want any flowers, I only wanted 
To lie with my hands turned up and he utterly empty. 
How free it is, you have no idea how free - 
The peacefulness is so hig it dazes you. 

And it asks nothing, a name tag, a few trinkets. 

It is what the dead close on, finally; 1 imagine them 
Shutting their mouths on it, like a Communion tablet. 
- Silvia Plath, Tulips 




Chapter One 



The Hard Unanswered Questions: Issues That Continue to 
Divide the Dutch and Fuel Debate 

Over the past decade, various events have marked a change in the euthanasia 
debate worldwide. In May 1995 the legislative assembly of Australia’s 
Northern Territory became the first in the world to legalize voluntary 
euthanasia. Oregon became the first state in the U.S. (in November, 1994) to 
legalize doctor-assisted suicide by providing that mentally competent adults 
with fewer than six months to live can request from their doctors lethal doses 
of oral medication to end their lives. That ballot measure was blocked from 
taking effect when opponents won a court injunction against it. A repeal 
measure placed on the ballot in November, 1997 was rejected by Oregon 
voters by a 3-to-2 margin. Oregon’s law may well prove to be a test case for 
other states to watch closely, for the United States Supreme Court, in 
June, 1997, indicated that states have the power to permit regulation of 
assisted suicide. 

Previously in 1991 and 1992, more far-reaching initiatives placed on 
ballots in the states of Washington and California fell Just short of a majority 
vote. Both had shown considerable public support. The Washington State 
initiative, which would have legalized euthanasia, gained 35,000 signatures 
beyond the 150,001 needed to place the initiative on the ballot. A year later, 
California’s Proposition was similarly narrowly defeated in a race described 
as “neck and neck” by the media (46% of the populace favored the initiative). 
As further evidence of an increased public demand for autonomy in decision 
making at the end of life, Derek Humphry’s book. Final Exit, surprisingly 
became a best-seller. This book provides the reader with detailed knowledge 
of how to “self-deliver,” that is, how to commit suicide should the process of 
dying become too burdensome. 

A curious theme has begun to emerge in American public debates, an 
apparent contradiction between a private desire to control individual destiny 
and a public reluctance to make this freedom an option for public policy. For 
instance, despite greater than fifty percent public support for the ideas 
embodied in the two initiatives Just discussed, they did not pass. And despite 
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the ambivalence by both the public and physicians that still exists about 
euthanasia, the Oregon decision gives credence to the view that citizens are 
prepared to support carefully drafted reform laws that give individuals the 
right to medical assistance in dying. 

This evidence points to a growing momentum in America to support and 
institutionalize physician assisted suicide,' from the public as well as 
individuals in the medical profession.^ The Dutch experience raises serious 
questions in a number of areas that need to be addressed in greater depth for 
these are the issues that continue to divide the Dutch and fuel their debates: 

What Counts as Suffering? 

One of the conditions for carrying out euthanasia in the Netherlands is that 
the patient must be in unbearable pain and suffering. Physical ailments that 
prompt patients to make the final request include, for example, shortness of 
breath, lack of control over bodily functions, asphyxiation, unrelieved nausea, 
continued vomiting, thirst, inability to eat or drink, and not being able to get 
out of bed. In the Alkmaar case, the court stipulated that suffering should be 
continuous. The court considered "unbearable suffering" to be purely 
subjective. Of note, the court accepted psychological suffering as a sufficient 
basis for acquitting an accused physician. The question concerning extent of 
such psychological suffering has haunted subsequent discussions and other 
cases. As Dr. Witsenburg, a family practitioner, remarks, it is not suffering 
itself that motivates patients to request euthanasia, but the awareness of 
suffering, anticipated ahead of time, before the terminal phase of the illness 
begins.^ 

After the Schoonheim case, the focus of Dutch court decisions then 
shifted from extensive suffering to self-determination itself as a Justification 
for euthanasia. A higher Court of Appeal, the Amsterdam Court, overturned 
the Alkmaar decision by allowing this type of Justification. However, the 
court upheld that the act itself was still illegal. The Court found Dr. 
Schoonheim guilty, but he received no punishment. The decision again was 
appealed, and this time the Dutch Supreme Court concentrated on the issue 
of suffering with three questions: 
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(1) To what extent can one foresee an increase in suffering or 
deterioration? 

(2) How can this influence the possibility for patients to die with 
dignity ? 

(3) To what extent is alleviation of suffering possible? 

In its response to these questions the Hague Court of Appeal held that 
ultimately only the patient is an adequate judge of the possibility to die with 
dignity and emphasized the right of self-determination. 

Later decisions, involving non-terminal patients with progressive 
neurological disease, stressed again the fact that a physician is guilty under 
the law for carrying out euthanasia, but that certain mitigating factors should 
be taken into account, resulting in convictions with suspended sentences. 

Various reasons are cited for requesting euthanasia. In Part II of this 
book, some of the physicians interviewed insisted that physicians should not 
perform euthanasia unless the patient is suffering directly from a terminal 
illness. Others said that the nature of suffering is open-ended, and that even 
depression (e.g. the case of Dr. Chabot) or a neurological disorder may be 
sufficient to end a life at the current or prior request of a patient. Other 
variables include the patient’s feelings of usefulness or involvement in 
society. As social isolation increases, so does the frequency of requests for 
euthanasia. Sometimes, too, family dysfunctions are at the root of requests. 
Consider the father in Part II who had sexually abused his children and then, 
much later in life asked for euthanasia. He felt isolated from his family who 
did not visit him in the nursing home. Other social problems emerged in the 
personal stories: the death of a spouse, a caregiver leaving the family home, 
and even a spouse who retired and insisted that the patient give up her 
involvement in the community. All of these factors must be evaluated before 
consideration of a euthanasia request begins. 

Yet, at the root of all requests is the patient’s own Judgment that the 
suffering he or she experiences is unbearable. The suffering can be directly 
related to pain but more often than not is caused by broader complaints listed 
earlier, all with the knowledge that things will not become better, only 
worse.** 
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Should There Be a Waiting Period? 

According to the Remmelink Report, the average delay between the time of 
the final repeated request for euthanasia and the implementation of the act 
was twenty-four hours for sixty percent of the patients. For greater than 
ninety percent of patients the waiting period turned out to be within a week.^ 
This “waiting period” is based on experience rather than mandates, and 
would seem to be in accord with instincts to proceed with careful 
deliberation, even after lengthy discussion. There was certainly a "waiting 
period" before the final discussions in most cases we targeted for inclusion 
in this book. Nonetheless, life expectancy at the time of the act was 
estimated to be shorter than two weeks for more than two thirds of the 
Remmelink report group, and shorter than four weeks for about seventy-five 
percent . 

Some of the debate about physician assisted suicide and euthanasia 
surrounds the problem of the waiting period. Should this be mandated so that 
both physician and patient have additional time to reflect on their proposed 
action? If it is the right of patients to choose to die, how could this right then 
be “abridged” by the laws permitting euthanasia and assisted suicide, so that 
patients would then be required to suffer through an additional “final” 
period?*^ 

The law in the Northern Territory of Australia, required an exhaustive set 
of criteria governing the waiting period. At least seven days after the initial 
request to die, a patient had to sign a “death request certificate.” A mandated 
forty-eight hour “cooling off period” followed. After that, a second doctor, 
with at least five years of experience and at least one with a degree in 
Psychiatry, were required to diagnose the patient as being terminally ill and 
beyond medical help. The patient also had to be in intractable pain. The 
physicians certify that the patient is not clinically depressed, and has 
considered the effect of his or her decision on the family. Finally, euthanasia 
could not be offered if reasonable palliative care were available.’ 
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Sliding Down the Slippery Slope ? 

One objection to permitting euthanasia is that physicians and society itself 
will become inured to the act. That is, once allowed, even for the most 
benevolent of motives, physician assisted death will occur with such 
regularity that we will all get used to it. If it were legal, there would no 
longer be a block about it, a moral block that teaches us respect for human 
life. 

Judging from the physicians and families in the personal accounts in Part 
11, however, the fear of a slippery slope is misplaced. People with whom we 
talked believe that euthanasia is a moral activity, a very high duty on the 
scale of all duties, especially in a technological and estranged society. Very 
few of the dying request euthanasia. Most often requests are made Just to 
gain assurance that suffering will be ameliorated should it become 
unbearable. Only six percent of all dying cancer patients in the Netherlands, 
for example, ever raise the question.* Few cases of euthanasia are carried out 
by physicians who are open to performing them, perhaps on an order of one 
every two years. For this reason one of the physicians we interviewed stated 
that every euthanasia he performs is like climbing a mountain all over again. 
Another kept insisting that euthanasia is not a normal act.'^ A third physician 
reflected that a part of him dies with each patient he assists. This does not 
confirm a specter of seduction, as Hendin wants to have us believe.'* 

The experience of our interviewees aside, the specter of “The Remmelink 
One Thousand,” looms large over the landscape of the debate both in the 
Netherlands and abroad. The questions raised by the one thousand per-year 
found by the study to be euthanized without request must be addressed. The 
initial analysis by van der Wal suggests two conclusions. First, given the 
specific circumstances in quite a number of the cases, the physician’s action 
was understandable and Justifiable. Second, for a number of cases, perhaps 
three-hundred to four-hundred, assisted death should not have happened. 
Thus, a disturbing number of deaths without request did occur, albeit the 
number was not so extensive as some confused early commentary suggested. 

What can be done to address the issue of The Remmelink One Thousand? 
In an interview for this book, Gerrit van der Wal stated that one reason cases 
of euthanasia without request occurs is that physicians are not accustomed to 
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speaking with patients early on about end of life decision-making." Van der 
Wal proposes that if physicians and patients assumed a greater responsibility 
in devising advance directives a significant number of deaths without request 
would be eliminated, although not all the problems raised by this population 
in the Remmelink study would be addressed. 

How valid is the “Slippery Slope” argument? Surveys of physicians 
outside the Netherlands about their euthanasia practices reveal that physicians 
continue to assist patients to die, but they do so without any regulatory 
structure. The absence of guidelines and a system for reporting and 
monitoring fails to address the medical reality of physicians helping patients 
to die. The move in the Netherlands, from a situation of less control to more 
control, is actually an attempt to minimize the possibility of a slippery slope. 
However, it cannot be ruled out that accepting euthanasia will lead to a 
general break-down in respect for human life. So far as the Dutch experience 
is concerned," the fear of a slippery slope seems not to be borne out. This 
conclusion does not mean that in individual cases abuses will not occur and, 
of course, history holds accounts of how societies elsewhere can and have 
slid down that slope and turned what is a mercy into a horror. However, 
there is no logical inevitability. The Dutch, believing they are building 
safeguards against a slippery slope, are striving to create a system in which 
abuses are eliminated as much as possible. It will be the obligation of every 
society to see that the exception to the sanction against taking the life of 
another occurs only within criteria agreeable to that community. 

What Safe Guards Are Safe? 

In February 1996, the Dutch Association for Voluntary Euthanasia drafted a 
Euthanasia Bill removing all but one of the guidelines established between 
the Ministry of Justice and the Royal Dutch Medical Association. The sole 
stipulation retained in the Bill was that euthanasia must be at the request of 
the patient. Instead of celebrating autonomy, the Bill was unanimously 
condemned by people usually in opposing camps as a potentially 
unacceptable erosion of safe guards. Rather than shrinking, the safe guards 
that began with the first guidelines mentioned in the court’s decision in the 
Postma case are more likely, if anything, to expand. 
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The question continues: if euthanasia becomes legal, what controls on the 
practice would work? Physicians in the Netherlands are divided on this 
point, and some are concerned that if the practice is legalized, abuse would 
possibly creep in. In particular the question should be raised whether 
professional monitoring might be enough, say by a panel of peers, or whether 
a court review would be necessary. 

The discrepancy between the medical perception of euthanasia as a deed 
of mercy in accordance with patients’ wishes and the legal perception as a 
criminal act has been "solved" to a certain extent by incorporating the judicial 
norms into the medical guidelines established between the Ministry of Justice 
and the Royal Dutch Medical Society. The solution is not acceptable for 
many, but these conditions, detailed earlier, serve as guidelines for physicians 
considering assisting in cases of euthanasia and are used as checks by the 
local prosecutors who investigate each reported case. 

Currently, the legal steps taken after a euthanasia takes place are as 
follows: 

1 . The physician does not issue a certificate of natural death but informs 
the local municipal physician that a euthanasia has occurred. The 
municipal physician can be reached on a twenty-four hour basis. 

2. The municipal physician, or coroner, reports to the prosecutor all the 
data required on the reporting form about the patient: the underlying 
diagnosis, the nature of the suffering, the other physician who was 
consulted, the number of times the patient requested euthanasia, and the 
method used. 

3. The prosecutor decides if an autopsy is necessary. If not, the body is 
released to the family for the funeral and eventual disposal (burial or 
cremation). 

4. The physician gives a detailed account to the coroner, including: 

a. the disease, treatment, severity, prognosis, physicians involved, the 
patient's condition and functional limitations; 

b. the physical and mental state of the patient at the time of request 
and the time of euthanasia; 

c. the interventions used to alleviate pain and suffering; 
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d. the particulars of the request for euthanasia, explicitness, freedom 
from coercion, witnesses, the presence of a written request (if any), 
and the discussion of alternatives to euthanasia; 

e. a written summary from the consulting physician(s), that includes 
their observations and conclusions along with daily chart entries; 

f information on the act of euthanasia, who performed it, in what 
manner, the effect, and the witnesses who were present. 

If all the conditions have been fulfdled, the physician receives a letter 
from the prosecutor, stating that the case will be discussed in a centralized 
meeting of prosecutors in the Hague. Several months later an official letter 
is sent with the message that criminal charges have been dropped. 

Nevertheless, even the most vigorous supporters of the Dutch system 
concede that the present procedures are not fail-safe and that there are both 
legal and cultural aspects that warrant careful consideration and re- 
evaluation. 

Legal Issues 

A major legal issue is the peculiarity of formally Judging euthanasia to be 
criminal and materially acquitting physicians who act according to the 
conditions of immunity. Legally speaking, a practice is either criminal or 
not, forbidden by law or not. The present system of case review by the 
prosecutors, in the view of some, is Just a formality, more or less only 
administrative. One prosecutor we interviewed thinks the review process is 
clear-cut and brief Some in the Netherlands are concerned about the danger 
that the judicial review will become routine, with no real possibility to 
analyze in detail what has been done. 

Others support the current mechanism of Judicial review precisely 
because of the uniqueness of euthanasia. Their Justification for supporting 
the system is that euthanasia should never become decriminalized without 
checks and balances similar to those now required of the current reporting 
system. They find it hard to imagine that the same kinds of controls would 
exist if the practice actually becomes legal. 

Another issue, and one of special importance, is the principle of self- 
reporting or self- incrimination. Physicians must report themselves by filling 
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out a death certificate that lists the cause of death as "unnatural." Here is one 
of the weakest foundations of all the proposals. Legally speaking persons 
cannot he forced to incriminate themselves, yet the whole system is based on 
the cooperation of physicians in this regard. 

Although not reporting an "unnatural" cause of death is considered a 
serious crime, and would he prosecuted fully hy the system, physicians who 
wish to avoid such incrimination can simply disguise the cause of death 
citing the underlying disease as the cause. Since risk of being found out is 
small, the temptation is always present and many physicians, reportedly, do 
take this option. 

Yet over the years, the number of physicians who do report has increased 
steadily, with the current assumption that about fifty percent of all projected 
cases are being reported.'^ Since 1989 few charges have been brought against 
physicians who perform euthanasia according to the guidelines. But 

opponents of euthanasia still suspect systematic under-reporting. One 
possible reason for under-reporting may lie in geographical differences in the 
country that reflect different philosophies and beliefs. In Amsterdam wide- 
spread reporting may be because of the cosmopolitan and secular nature of 
the city. By contrast, under-reporting may occur in the southern part of the 
country that is largely Catholic. 

One result of anonymous studies like Van der Wal's has been the 
discovery of that very distribution of unreported euthanasia. Van der Wal 
noted that the pharmaceuticals employed in unreported cases are not always 
optimal, probably from fear of being discovered. The underground circuit 
also does not practice the art of consulting a colleague to see that all 
conditions are being met. Even though the number of cases reported has 
increased in the past few years, cases that are not reported are still a cause for 
concern. 

Cultural Issues 

Cultural convictions underlying some of the rationalizations for not reporting 
reflect differences about the degree of private vs. public discussion and 
disclosure required for euthanasia, and add another dimension to the debate. 
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One explanation for not reporting is that sometimes patients and family 
members do not want to put their physician through all the time-consuming 
and emotionally draining procedures that follow from reporting. As is 
demonstrated in the stories included in this book, patient and family members 
require a great deal of ongoing education throughout the conversations about 
euthanasia to prepare for the reporting process. 

Others, including many physicians, feel that state intrusion in a highly 
personal and family event is inappropriate, insufficiently justified, and 
oversteps the boundaries between public and private morality. Their 

argument is that a doctor's duty includes not Just healing, but also helping 
people die with dignity. From this perspective, just as the healing process is 
private, aiding a patient to die is a private activity between physician and 
patient. 

However, there are more than ample reasons to argue that reporting has 
more advantages than not reporting. One reason is social. In a situation 
where the lack of trust between the public and the profession is critical, as is 
everywhere in the Western world, the profession is better served by an image 
of openness and credibility than by an underground practice with a suspicion 
of lack of quality. 

Then, too, there is a major medical reason that speaks for reporting. In 
our interviews in Part II with families who had been involved in euthanasia, 
some of which had been reported and some not, it was apparent that the 
grieving processes for the reported cases apparently were working out better 
than for those where reporting had not taken place. The explanation of this 
difference probably must be found in the character of the reported cases, 
where there was no reason to hide anything and the sorrow could be 
discussed openly. So, in addition to the legal arguments, there is a definite 
medical-psychological argument, where not reporting could add unnecessary 
grief to the feelings of families and be against their interests. This is 
discussed in further detail in the section on the analysis of current conditions. 

Should Euthanasia Be Legalized? 



The question has no easy answer. 
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In the Netherlands, beginning with the Postma case in 1973, the result of 
court judgments has been consistent reflecting an acceptance of the practice 
of euthanasia. “Accepting” euthanasia has not, however, meant willingness 
to legalize the practice. Today in the Netherlands so much disagreement 
remains about the morality of the act, that legalizing it outright remains 
problematic. 

An argument for legalization, based on ambiguities in the current 
situation, is captured in this commentary by Leenen: 

The primary problem of our current system is the uncertainty of the position of the 
physician. The state committee says that euthanasia must be punished under the 
penal code, but on the other hand, if the physician follows the rules then he is not 
punished. This places the physician at the whim of a court that can always make 
new rules. In every court decision there are new rules. As a lawyer 1 have to study 
a case carefully to determine if new stipulations have been added. The solution, 
in my opinion would be to change the law and have it written down so that doctors 
know what is punishable. 1 am also convinced that if we legalize euthanasia, there 
would be more reporting by doctors.'* 

Opponents are religious groups and other citizens worried about either the 
morality of or proper controls on the practice. Jos Welie, conveys a set of 
reasons that euthanasia should never be "normalized" or legalized. 

1 understand the position of those people who voice arguments against euthanasia 
based on the Slippery Slope; but 1 also wonder why those who are in favor of 
euthanasia advance their arguments so aggressively. If physicians believe they 
have a right to perform an act, or that in some instances they have a conflict of 
duties and morality demands that they go forward in an area not considered normal 
medical practice, then they must continue to publicly justify their actions. I have 
never understood why physicians have been fighting so strongly to gain legal 
control, and why the Royal Dutch Medical Association maintains that physicians 
should not be expected to talk with prosecutors, or suffer the embarrassment of a 
visit from the police or a summons to go to court. That kind of thinking bothers 
me. If physicians believe they should do something that is on the edge of what is 
legal, then they should be willing to stand up and be counted; the whole move to 
assign the power to articulate standards for euthanasia to physicians and to the 
Royal Dutch Medical Association, I find troubling.'* 
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Pradence dictates keeping physician assisted death within the penal code 
unless procedures can be put in place that will outweigh the shortcomings of 
the current system. For example, if physician assisted death is taken out of 
the penal code, it should be performed only in situations that meet the 
requirements that have crystallized over the years. The core criteria are still 
rather broadly defined, but there is sufficient consensus within all layers of 
Dutch society as to the content of these requirements so that they can be used 
with some assurance (with added safe guards proposed later). An exception 
to the penal code must be made, stipulating that if a physician has performed 
a euthanasia or assisted in a suicide according to the stated requirements, the 
action is not a criminal offense. As a result, if a physician assisted death 
according to the requirements he or she would no longer be considered a 
criminal, a matter of considerable psychological importance for physicians. 
Flowever, if the physician failed to follow the requirements, he or she would 
still have performed a criminal offense and, of course, would be liable for 
criminal prosecution. 

Additionally, because euthanasia and assisted suicide should never be 
considered common medical practice, they should be subject to strict 
monitoring procedures. As described above, the present monitoring system, 
dominated as it is by the district attorney’s office, results in under reporting 
and a loss of control as to what is actually transpiring. Under a revised 
monitoring system, regional committees are to be developed whose members 
would include, at least, ethicists, lawyers, and physicians. These committees 
would be responsible for reviewing cases and determining if the guidelines 
had been met or whether prosecution were warranted. 

The physicians we interviewed who perform euthanasia and assist in 
suicides were split over the question of legalization. Some preferred to 
continue with the status quo out of concern for making assisting death “too 
easy.” Others, in conflict about self-incriminating, did not always report. 
Still others who consciensciously reported when they assisted patients to die 
were tormented by their criminal status. Perhaps a revised system as 
described above would move toward answering concerns regarding 
legalization. 

Information is available that addresses the concerns of people who fear 
that legalization will create an atmosphere in which euthanasia and assisted 
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suicide will become “too easy.” The danger in that possibility seems to be 
better aimed at patients than at physicians. After the Supreme Court handed 
down its decision in the Chabot case the number of requests increased 
sharply. Physicians appear to have responded very reluctantly to these 
additional requests, with the result that the number of assisted deaths did not 
increase. Thus, the “rush to death” came not from physicians but from 
patients. 

When we asked physicians how they felt after assisting a patient to die, 
their general response was that euthanasia and assisted suicide become 
increasingly difficult. Rather than becoming more willing, physicians 
frequently expressed their emotional exhaustion and reluctance to grant a 
patient’s request at such a terrible personal toll, unless they deemed not to do 
so to be inhumane. On the basis of these experiences, the argument could be 
made that taking assisted death out of the penal code would not result in the 
feared negative effects. 

Conflicting opinions among Dutch professionals with regard to 
euthanasia are not hidden, but to a large extent are shared with other 
colleagues as well as with the public. In contrast, in America public 
discussion is created by media attention, often around court cases, such as the 
physician assisted suicides engaged in by the flamboyant Dr. Kevorkian."^ 
The purpose of actions taken to the public through the media is to get the 
laws changed, i.e. Kevorkian was able to bring about voiding of a Michigan 
law targeted specifically against his assisting in suicides by challenging it in 
court. This legal process was different from his successful jury trials on 
murder charges. Thus, American culture tends toward legalization of the act, 
while the Dutch continue their debates about whether the act should remain 
illegal. In general, because of the pluralism of American society, the rule of 
law tends to govern disputes about fundamental value conflicts. Conflicts 
like abortion and euthanasia, about which there is little or no consensus, are 
referred to the courts and to legislation. On the face of it, it is unlikely that 
Americans would agree to maintaining the illegality of euthanasia, but not its 
prosecution. However, there are American precedents parallel to the Dutch 
force majeure. Euthanasia could remain illegal, but Justifiable under certain 
circumstances, as is killing in self-defense as a Justifiable homicide.” 




500 



Asking to Die 



Ending Life with Regard to Incompetent Persons? 

The "Never Competent" 

Since 1994 the issue of ending life with regard to incompetent persons has 
come into much sharper focus. Two important court proceedings in the 
Dutch courts in 1995 involved physicians who terminated the lives of 
severely handicapped newborns a few days after birth. In both cases, the 
appeals courts acknowledged that the specific circumstances warranted the 
doctors’ actions. Thus, even though acknowledging the premier importance 
the Dutch attach to the euthanasia request by the person, there is the 
recognition that very special circumstances may occur in which the defense 
of necessity should be applicable in cases in which there could not have been 
a request. 

The "Formerly Competent" 

No matter how articulately expressed in the past, an advance directive for 
euthanasia does not satisfy the current Dutch requirement that a patient be 
able to say "Yes, 1 want euthanasia now." It is a point of considerable 
contention as to whether someone who is competent now should be able to 
make an advance directive for euthanasia at some future time when he or she 
might be no longer competent, particularly in cases of dementia. Medical and 
Euthanasia Associations argue that they should, but opposition is strong from 
others who claim an advance directive for euthanasia is, in a practical sense, 
a total fiction. Opponents maintain that since the essence of euthanasia lies 
not in the fact that the patient dies, but at what time the patient dies, that 
decision is not transferable from patient to physician. 

This debate was thrust into the media when the newly appointed Dutch 
Minister of Health announced that her advance directive statement, among 
other provisos, stipulated that, should she become demented, she wanted to 
have euthanasia performed. Her statement attracted an impassioned response 
in the press by a nursing home physician who described a hypothetical 
scenario illustrating the kinds of obstacles and objections doctors would 
encounter in trying to determine the precise moment when a euthanasia 
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directive should be carried out. He concluded that the problem of deciding 
the time of euthanasia is a meta-medical matter and thus not in the purview 
of physicians. 

An exerted effort to legalize such circumstances is extremely doubtful. 
There is every reason to anticipate that they will remain under the Penal 
Code, and the legal debate will center on whether defendants in such cases 
will continue to be charged with murder, as they are now, or whether a 
specific criminal provision will be created recognizing actively ending life 
without request under certain special circumstances. 

Is the Dutch Model Exportable? 

Many people in advanced countries today die a lingering death rather than a 
sudden one. Historically, plagues and infections disastrously took people by 
surprise. By contrast, death no longer comes to most of us “Like a thief in 
the night,” but almost after we must will it to happen, despite the 
imprecations of those around us and the technology at ready disposal. 

Contrary to claims of opponents, euthanasia as practiced in the 
Netherlands is not an act that represents an easy way out of coping with the 
suffering of the terminally ill nor a reflection of a poor system of medical 
care or pain relief Instead euthanasia is one option among many within the 
process of aiding and counseling the dying, a minority option in fact, 
because so few of the dying choose to implement it. 

Those who look toward the “Dutch way of death” as a model for other 
cultures and countries should keep in mind that euthanasia as practiced in the 
Netherlands is neither easily nor completely exportable for many reasons. 
The Netherlands has an extensive primary care system, with universal access, 
and a nursing support system that covers twenty- four hour care for terminal 
patients. Since insurance coverage in the Netherlands is universal, there are 
no financial reasons to stop treatment. People are not afraid of losing their 
life-savings as treatment is prolonged. This is not the case in the United 
States, for example, and might lead more people to request euthanasia for 
economic reasons, something absolutely abhorrent to the Dutch. The Dutch 
also have an extensive system of homes for the elderly and nursing homes 
financed by taxes: fear that scarcity of funds or resources would stimulate the 
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practice of euthanasia are unfounded, as is reflected by the low number of 
cases of euthanasia in nursing homes (only about thirty requests a year).'* 
For the most part Dutch physicians and patients are well known to one 
another. They are not moral strangers. They talk about values and prevention 
throughout their lives. Frequently, other family members are also patients of 
the same physician. Therefore in cases of euthanasia there is an extensive 
knowledge of the patient and his or her value system in which the physician 
can put the request for euthanasia in context. In addition, this can be 
transcribed in reports to the prosecutor’s office. This information bank is 
remarkable from the viewpoint of medical care in the United States where 
health care is often provided by specialists in institutions and the patient is 
not familiar to his or her care givers. Value and advance directive discussions 
between physician and patient are much less common when a patient does not 
have a long term relationship with the physician. When they do occur, they 
are more likely to be a temporary parenthesis in a more technological context, 
rather than on-going and developing over time. However, Dutch society is 
experiencing its own fragmentations and change. It is now much less 
common for people to remain in the same town and develop a relationship 
with their health provider. These kinds of changes will undermine the very 
ingredients that have traditionally served as safeguards."* 

Within the Dutch context, physicians themselves have no personal 
monetary stake in their decisions. Their medical practice is not driven by 
monetary incentives. Since they are not paid by their case-load, Dutch 
physicians have the time to spend talking over the decision many times and 
visiting the patient and family in the home setting. 

When we compare these conditions with the situations in the United 
States we find: 

• Health insurance is not universal. Some forty million are without 
coverage and among the others, the insured, dissatisfaction is mounting 
about restrictions on service. 

• The insured not only do, but must spend down their life savings to 
continue health care. 

Many physicians in the United States are likely to have an economic interest, 
either by being a member of an Health Maintenance Organization (HMO) or 
Preferred Provider Organization (PPO) or by owning part or all of their 
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practice corporation. Further, they do not customarily have the time or share 
the Dutch tradition for home care that characterizes most euthanasias in the 
Netherlands. Thus, if euthanasia were legalized in the United States under 
the current health care system, there is a real danger that it might be 
performed more perfunctorily. To successfully integrate euthanasia into the 
existing system would require not only the passage of laws, but an extensive 
interdisciplinary and public discussion,^ and a complete rethinking of the 
way health care is delivered.^' 

The Netherlands is a much less violent society than America. Carrying 
a handgun is not considered an accessory, like a briefcase or an umbrella. 
(The Dutch are puzzled about a society where a convicted murderer can be 
given a choice among methods of execution, while a competent person who 
is suffering and requesting death is denied euthanasia.) The violence of 
American society impedes the willingness of many citizens from giving the 
medical profession the power over life itself We already over-medicalize 
our lives, not only by appealing to physicians to rescue us from our lifestyle 
errors, but also by reducing to only physiological status important events like 
birth and death. 

The tolerance in the Netherlands for what are, strictly speaking, illegal 
but permissible acts has already been noted. It is difficult to imagine a 
similar situation in the United States, especially in the litigious environment 
of health care today. Most physicians live in dreadful fear of being sued by 
their patients or by a family member at odds with the patient’s decision. 

Perhaps the changes needed can be found in new directions, the matter of 
our last chapter. 
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Chapter Two 



New Directions 

As the Dutch continue their internal stniggles regarding euthanasia policy and 
practiced even the most zealous supporters of their system would be the first 
to admit that the situation in the Netherlands is not perfect. The need now is 
to shift attention to developing more systematic and far-reaching 
methodologies to address problems identified in the practice of euthanasia, 
issues that require increased negotiation and open discussion, attributes that 
are precluded when euthanasia is concealed and practiced underground. 

In recounting the early days of the Dutch euthanasia debate, H.H. Lenin 
recalls. 



Our idea was to start public discussion. You never can win such a change in 
morals if you go only by the lawyers and doctors. The Dutch style is to have “an 
agreement to dialogue.” We are a small country and we try to find solutions 
together as a group. Sometimes it takes a long time to come to a decision. It can 
take 10 years in the Netherlands to make a law.^ 



As discussion develops in the United States and elsewhere, it is important 
not only that the experience of the Dutch is taken into account but also the 
argumentation and its applicability to the realities of other cultures. 

We think too that the experience of people whose patients and loved ones 
have undergone this procedure should play an important part in developing 
any guidelines that are eventually set into law. Following are areas identified 
in our interviews as requiring re-thinking and reform. 

Early Communication and Directives 

More discussion is needed regarding the optimal conditions for 
communicating with patients about euthanasia. Should the doctor initiate the 
request? Should he or she only wait until the patient raises the possibility? 
Most of the physicians we interviewed said that they would not raise the 
possibility unless the patient explicitly began talking abut it. 
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A parallel model is requests for organ donation. Physicians and nurses 
appointed for the task (procurement specialists) in the United States are often 
the ones who initiate the question of organ donation. Guidelines are in place 
to avoid physician conflict of duties and coercion of the patient's family. 
Only physicians not directly involved in the patient care decisions may solicit 
donation at the end of life. Although today physicians are encouraged to raise 
the question first, for a long time they would not raise the question at all. A 
law was passed that all facilities receiving Federal Funds must ask potential 
donor families after the death of a loved one. Interestingly enough, now the 
request has been delegated to specially trained nurses. To pursue the analogy 
further, would American health care practices lead to referral questions of 
euthanasia to nurses or other specialists in administering the drugs? Recently 
a Dutch nurse, a friend of a patient, at the patient’s request, administered the 
lethal dosage in the presence of the doctor, and yet she is being prosecuted 
for an illegal act. 

Both physicians and patients should assume the responsibility for opening 
discussions about all aspects of aid-in-dying in the United States. Visiting 
nurses and hospice volunteers may spend much more time with dying 
patients than physicians, thus suggesting that they play a more active role in 
discussing the patient's values and request to die. They may also be involved 
in the plan that is eventually developed. Note that hospice programs and 
associations are conceptually opposed to euthanasia, however. 

An additional question regards documentation of the discussion about 
aid-in-dying. Some of the physicians interviewed held the view that written 
advance directives are required for euthanasia; others said that this is not 
necessary. Nonetheless, full documentation, including the patient’s repeated 
requests and evidence of a second opinion, is required in a chart or patient 
record. This documentation becomes part of the prosecutor’s review of the 
record after the case is reported and the euthanasia has been carried out. 

Means and Methods 

Continuing development is needed to compile an inventory of what 
procedures can be considered to be included in the process of euthanasia. 
The patient’s preferences by injection, by oral or even rectal administration. 
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should be discussed. The Royal Dutch Society of Pharmacists has drafted a 
set of guidelines available for physicians. This has been elaborated upon in 
Part I.^ Discussion of procedures has taken place in the United States as 
well.'*-^ 

Included in these issues are the roles of physicians and patients in the 
debates regarding assisted suicide vs. euthanasia. Currently in the 
professional debates among physicians in the Netherlands there is a shift 
away from euthanasia toward assisted suicide. Less direct intervention places 
less stress on the doctors; and some Dutch physicians, who refuse to perform 
euthanasia altogether, argue that if patients are resolute in wanting to die, 
they should also assume responsibility for their own final act. Other 
physicians believe a patient’s preference should be taken into consideration 
and the question of euthanasia or assisted suicide should be a matter of 
negotiation in individual cases. However, some patients may not be 
physically able to take medications themselves. 

The contrast is curious. In the United States the physician assisted death 
laws have begun with initiatives on assisted suicide that include the 
anticipation of evolving debates on euthanasia; in the Netherlands the initial 
focus on euthanasia has given way to developing interest in the role of 
assisted suicide. 

Rites of Passage 

Rites of passage need more attention. There is no liturgy for euthanasia as 
yet. In our interviews with physicians and families what emerged was a 
theme for a need to create a structure in a situation of missing ordinary 
boundaries. Death is a fearsome event for most persons and survivors. Over 
the centuries, human societies have structured the dying process in an attempt 
to provide psychological comfort as the grieving and loss occur. A sense of 
being a member of a small family group of mourners and a cultural process 
of saying good-bye pervades the usual rituals of dying and death in all 
societies. As of now, euthanasia falls outside this cultural fabric of 
expectations and actions surrounding dying. 

Questions arising from euthanasia include: When should it take place? 
Who should be present? Who should be notified? Bringing these sorts of 
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questions out of the realm of shame and shadows into the light of public 
discourse will lift some of the traditional taboo surrounding intentional death. 
The goal will be to strike a new balance between private choices and societal 
interests . 

Teaching Euthanasia 

The topic of euthanasia is first discussed in civics classes in elementary and 
high schools in the Netherlands, yet much more effort is needed to further 
integrate care for the dying patient into medical education. The theory and 
practice of euthanasia and assisted suicide are currently taught and discussed 
in Dutch medical schools. In post-graduate programs in family medicine and 
specialty education information is widely distributed through a central 
“information bank.” However, no record exists at present as to the extent 
physicians actually avail themselves of this information. There is also an 
attempt to introduce the subject to medical students in the form of “Death on 
Request” seminars. Yet critics note that precious little attention is paid to the 
broader care issues in death and dying in the curriculum of medical schools 
in the Netherlands, as well as around the world. 

American physicians also cite lack of adequate information as a primary 
concern. (Recall the lament of Rebecca’s daughter-in-law in Part II that her 
medical school education had not included classes in thanatology). A survey 
of Oregon doctors, for example, showed that half of the physicians said they 
were uncertain about the drugs they would prescribe for a patient who wanted 
to die. More than half worried about what would happen if a prescription 
presumed to be lethal failed to kill the patient once administered.* 

Thus, from the point of view of the Dutch who are working to improve 
their own euthanasia training programs, no country is ready to permit 
euthanasia until a professional education program is in place. 

Survivor Support 

More attention also needs to be paid to the aftermath of euthanasia in the 
lives of the survivors; both family members and healthcare providers. No 
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one can remain unmoved by the stories, the day-to-day conflicts, the 
alterations in relationships, the ends of lives being wrapped up. 

Counseling for the Physicians 

Many of the Dutch physicians with whom we talked suffered from feelings 
of guilt and isolation after performing euthanasia. They described how bad 
they felt about having to do it, although they all stressed that they thought in 
those circumstances euthanasia was the morally right thing to do. Most did 
not want to talk about it with their own families, as they wished both to 
protect the confidentiality of their patients, and their families from fear of 
prosecution for murder. Telling their stories to others was cathartic in some 
cases. Other physicians simply submerged their powerful feelings about the 
event and continued on with their lives. 

Counseling programs should be developed for these physicians or at least 
a support group developed with others who have been through the same 
experience. It is worth noting that in preparation for the interviews in Part II 
we asked American physicians what question they would like to ask 
physicians in the Netherlands regarding euthanasia; their most frequent 
responses were, "What kind of support system is in place?" "Who can they 
talk to?" "Do they share their feelings with colleagues?" 

Clearly some mechanism for voicing their concerns would be a great 
help to physicians, especially if they continue to search for the moral 
meaning of their experience. Our perception is that much of ethics is 
constituted by such a search. There is a perceived rightness about doing an 
act that appears to be almost instinctive, and thereafter one's time is spent 
trying to find models, distinctions, expressions of duty, and the like, that can 
capture the experience.^ No one should be forced to work out these models 
in silence and isolation. Indeed, continued refinement of the guidelines would 
seem to require an openness about this process as well. 

Counseling for the Families 

Similar support programs would be helpful to families. Families themselves 
talk about how hard it was to cope with the decision, even though they 
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wanted to respect their loved one's self-determination. In one published 
account, the brother of a young man who chose euthanasia said: 

(We said) farewell to him. Then the doctor returned, visibly nervous with his 
hands shaking, and gave him an injection. He then died. . .People (like my brother) 
have to know that they are doing it [only] for themselves. They need to know how 
difficult it is afterward for us. It was a tremendous blow.* 



One young widow, interviewed in Part 11. whose husband had asked that 
euthanasia be performed while his daughters were at school, suffered 
moderate to severe depression following her husband's death. She still 
wrestles with the unresolved issue of not telling her children the truth about 
how their father died, and why they could not be there. 

Although the euthanasia ends the patient's suffering, often the anguish of 
family members continues. Sometimes they resisted the notion early on, and 
were persuaded by their loved one of its "rightness." Almost always they are 
present at the euthanasia, and thereafter must grapple with powerful feelings 
of loss and responsibility. Many of the families we interviewed broke down 
in griefwhile recounting their story, and powerful anniversary reactions were 
a common theme. 

Toward More Adequate Controls 

Whatever the shortcomings of the system in the Netherlands, the Dutch are 
to be commended on two counts. First they have not ignored the problem of 
physician assisted death. Recognizing that patients do ask to die and 
physicians do respond to their requests is surely preferable to ignoring this 
reality. Second they are concerned about the problem of adequacy of control, 
and are trying to do something about it. The fact that the Dutch system still 
has its weaknesses is no reason to discount what we may learn from it. Better 
to examine what can be gleaned from the Dutch and how their structure can 
be strengthened. 
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Prior to Legalization 

Although, on June 26, 1997, the United States Supreme Court unanimously 
refused to recognize a specific constitutional right to assisted suicide, at the 
same time the judges made clear that nothing in the U.S. Constitution 
impedes individual states from regulating euthanasia and assisted suicide. As 
a result, some states, like Oregon, returned to the question of whether or not 
they will permit assisted suicide, based on their own constitutions and legal 
traditions. A great deal of variability may result from these initiatives. 

It would be helpful if, prior to any further drafting of laws, a national 
commission be established like the commission once in effect to recommend 
uniform state laws on brain death. In the United States, for example, a Joint 
American Bar Association and American Medical Association Committee, 
augmented by representatives of the American Society for Bioethics and 
Humanities, might try to grapple with appropriate nationally acceptable 
guidelines. Right now, however, this idea appears to be exceptionally 
idealistic, for the American Medical Association has explicitly condemned 
euthanasia and assisted suicide, the American Bar Association has voted not 
to take a stand on the issue, and the American Society for Bioethics and 
Humanities, newly formed from three bioethics organizations and normally 
does not take official stands on issues, although its members are free to do so. 

Whatever the groups, national, regional, or local, that are instrumental in 
developing guidelines, we recommend certain additions to the sound basis 
provided by the Dutch Guidelines. For example, a significant omission, and 
a major weakness of the Dutch system, is the absence of any requirement for 
sound physical documentation of every request for euthanasia, preferably in 
the form of a written request. In instances where the patient cannot write, the 
request should be tape recorded. At the very least, such real, physical 
evidence should be required and well-enforced. 

Within the Laws 

Prospective and Retrospective Review: If laws are passed to permit assisted 
suicide and euthanasia, from the Dutch experience, we recommend that, at 
the very least, these laws incorporate the following review processes: 
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1 . Prospective Review: The first review should take place upon petition 
for euthanasia by the patient and involves a consultation from a truly 
independent physician with knowledge of the established guidelines, who 
also has an association with a local ethics committee. 

From our interviews, it is evident that although the Dutch Guidelines 
stipulate that an independent medical consultation is necessary before a 
euthanasia can take place, it is not unusual for consultants to have some 
professional association with the physician who is chosen, often a member 
of the same practice. This physician’s openness to euthanasia is also known 
ahead of time. Often patients are assured that there won’t be a problem with 
this consultation. The Dutch acknowledge that a problem exists in 
determining the meaning of "independent," and a number of proposals in the 
course of the last ten years have suggested methods to tighten the 
requirement. The most extreme of these proposals was to have consultants 
limited to a pool appointed by the Ministry of Health. 

An additional concern is that some haziness exists as to the precise role 
of this consultant. Is the consultant to provide a professional opinion about 
the patient's medical condition or more general opinions about the patients 
free request? 

The view here is that the consultant's participation, rather than possibly 
"rubber stamping" or simply acting as an appendage to the primary physician, 
should actually be elevated to form a truly independent tier of control, i.e. "a 
second set of eyes" to monitor the situation and prevent departure from the 
rules. This role would require a personal meeting between consultant and 
patient, rather than merely an opinion based solely on the patient's records. 
The focus of the consultant should be on whether or not the guidelines apply 
in the case and that appropriate considerations have been made. In effect the 
consultant would try to head off proactively any problems that might arise in 
administration of euthanasia or assisted suicide. In this plan the consultant 
is primarily a control figure, not simply a provider of medical opinion 
(although the consultant should be a physician to ensure understanding of the 
patient's medical situation). 

Should questions arise as to whether the guidelines apply in a specific 
situation, the consultant would refer the case to an ethics committee, whose 
multi-disciplinary members would be suited to dealing with the gradual 
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differences than arise in individual cases. In addition to another opinion, 
committees could offer physicians a place for discussion and feedhack. 
Ethics Committees, with their multi-disciplinary composition, might be able 
to provide added diverse perspectives that would be invaluable for physicians 
as they try to take into account all the relevant information in their decisions.’ 

2. Retrospective Review: The second review would take place after the 
event. The Dutch are currently examining such a process, as Johan 
Legemaate pointed out. The Dutch propose to introduce multi-disciplinary 
review committees in 1998, composed of a lawyer, a physician, and an 
ethicist, to review all cases of euthanasia and assisted suicide and advise the 
public prosecutor on whether or not to dismiss the case. As envisioned by the 
Dutch, these committees, localized within each of the regional districts, will 
carry out retrospective reviews only, called in after a case has been reported 
to the medical examiner. 

Although advisory only, and not a decision-making body, the potential 
influence and power of the committee is considerable. Within the Dutch 
legal system, the decision whether or not to prosecute lies with the 
prosecutor; and the committee cannot override the prosecutor. However, if 
a committee determines that in general a physician acted with enough care for 
details, even though minor infractions might have been involved, and 
recommends that the case be dismissed, it is unlikely that a prosecutor would 
act otherwise. In theory the public prosecutor retains the right to prosecute, 
but in actual practice a prosecutor who acted against the advice of the 
committee would be placed in a vulnerable position in a court of law, bearing 
the burden of arguing why he or she neglected the committee's 
recommendation. Even though formally the committee acts in an advisory 
capacity to the prosecutor, the advice, according to one Dutch legal 
commentator, "will probably be followed in one-hundred percent of the 
cases." 

The move toward establishing committees is generated by the view that 
the present situation is far too legalistic, such as only lawyers from the 
criminal department to look at cases. Cases of euthanasia and assisted 
suicide entail much broader issues, and therefore call for more than a legal 
interpretation. Many believe that the traditional dominance of the law and 
legal proceedings has served as the main reason physicians report only forty 
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percent of cases, leaving sixty percent unreported. The Dutch government 
anticipates that by expanding the review to include, in addition to legal 
representation, an ethicist and a medical professional, a wider, and more 
multi-disciplinary approach will be brought to the review process. This result 
in turn, it is hoped, will have the effect of increasing willingness on the part 
of physicians to report cases. 

Doubt remains, however, as to whether instituting these retrospective 
review committees will actually have the desired effect of bringing about an 
increase in reporting. Whatever the outcome, clearly widening the 
boundaries of authority, as the multi-disciplinary committees are meant to do, 
is a step in the direction of decriminalizing euthanasia. Even though at 
present euthanasia remains a criminal offense, the context is becoming 
somewhat less legalistic. 

This step toward a multi-disciplinary retrospective review process to 
determine whether or not guidelines have been met in administering 
euthanasia offers the possibility of creating a reporting plan more acceptable 
in countries, like the United States, where the criminal justice system is 
adversarial from the beginning and unlikely to provide support for a 
physician, no matter how correctly he or she has assisted in a patient's death. 
In devising a more neutral and dispassionate office than a public prosecutor 
to receive reports of physician assisted deaths, reports could be better directed 
to hospital ethics committees who could provide post hoc independent 
evaluation of particular acts of physician assisted death. Where procedures 
are followed correctly, the physician would receive notice of that fact. Only 
in cases where procedures are not followed would a case be referred to a state 
examining committee or to legal authorities.'" 

The important point is to avoid bureaucracy as far as possible. We 
suggest that a good model is an ethics committee examining retrospectively 
the ethics consults that have occurred in the past months. The problems and 
decisions are unique in each case, but overarching guidelines and procedures 
begin to emerge as local practice in difficult situations. This local practice 
becomes part of the "conscience" of the institution, or group of health 
providers, its habit of resolution of ethical dilemmas, and requires constant 
and consistent re-examination so that it the application does not become 
automatic each time it is used. 
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Final Thoughts 

The issues presented here frame future euthanasia dehates, in the Netherlands 
and world-wide. Obviously, the development must occur within the context 
of moral, national and cultural acceptance of the act. Just as medicine has 
increasingly involved itself in decisions at the beginning of life, from 
genetics to fertility to saving the lives of newborns, so too, medicine is now 
involved at the end of life, from experimental treatments that might provide 
a short period of quality of life to the dying, to making persons comfortable 
during the end of life itself According to Keown, the goals of medicine in 
the next century will be to help persons safely into this world and 
comfortably out of it." 

The debate about euthanasia is highly complex in other countries, as well 
as in the Netherlands. It is complex because it involves our deepest duties 
towards one another in society and our moral commitments to the value of 
life as well as to the dying person. The debate will continue to divide 
committed persons for many years to come, even if legalization should come 
to pass, as it did in Australia's Northern Territories and as assisted suicide did 
in Oregon. Indeed, the authors and editors of this volume are divided on the 
morality and implementation of euthanasia but have refused to let these 
disagreements impede open dialogue. We are concerned that this dialogue 
continue in our countries, despite the rush to legalize. The motive of 
publishing this book has been to contribute to the continuing dialogue before 
laws are made that compress this moral dialogue. 
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